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ABSTRACT
FAMILY AND STAFF PERCEPTIONS OF THE
INDIVIDUAL FAMILY SERVICE PLAN
SEPTEMBER 1992
LAURIE J.

KATZ,

B.S.,

SYRACUSE UNIVERSITY

M.S.W., UNIVERSITY OF WISCONSIN
Ed.D•, UNIVERSITY OF MASSACHUSETTS
Directed by:

Professor Patricia Gillespie-Silver

An ethnographic approach was used to determine how
families of young special needs children and the staff of an
early intervention program perceived the process of
developing an Individual Family Service Plan

(IFSP).

With

the emphasis placed by Public Legislation 99-457 on family
involvement when treating these children the study was
organized to better understand the environment as a culture
where families and professionals interacted.

A naturalistic

investigation was considered the most appropriate way to
gather these data.

Five families were followed over a nine-

month period where they were observed during all aspects of
the Early Intervention (El)

program and were interviewed

about the IFSP document and process.

Another five families

served as a focus group in order to validate the data.

The

data revealed that perceptions were associated with decision
making, whether the IFSP was child or family focused,

and

how families and staff related based on their assumptions
about each other's roles.

The results are discussed in

terms of how cultural imperatives construct the way early

v

intervention programs operate and how they must be taken
into consideration if families are to be fully incorporated
into the education of their disabled child.
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CHAPTER I

INTRODUCTION
%

Purpose of Dissertation Study
The Individuals with Disabilities Education Act

(IDEA)

of 1990 otherwise known as Public Law 101-476 is the
culmination of past legislation that addresses the
educational needs of disabled children.

The first major

piece of legislation that called for the education of all
school-age disabled children was the Education for All
Handicapped Children Act of 1976,

(or Public Law 94-142).

Since the law's implementation public school systems are now
actively reaching out into the community to find and educate
students with special needs. All states mandate these
"child-find” activities and educational services for the
disabled "school-age" population from 5-21 years old.
However,

the attention given to meeting the needs of the

younger disabled population group

(birth - five years old)

have yet to reach any comparable level as with the older
disabled population group. According to the United States
Department of Education

(1985)

only 19 states mandated

services for all three through five year old disabled
children and seven states mandated services for disabled
children from birth. The Local Educational Agencies
and the State Education Agencies

(SEA)

(LEA)

reported three

constraints on the ability of States to obtain mandates for
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early childhood educational services,

especially for

disabled infants:

(1)

Limited fiscal resources at the local

and State levels?

(2)

Attitudes among many that young

children should not attend school? and

(3)

Disagreement

concerning which agency should have the responsibility for
serving preschool disabled children
Department of Education,

(United States

1985).

In 1986 the federal government made a major commitment
to provide universal and comprehensive services to young
special needs children,

and to their families,

through the

enactment of Public Law 99-457. An important aspect of this
legislation is for professionals working with this
population group to incorporate the families of disabled
children as an integral part of their child’s treatment.
This dissertation proposes to address the perceptions of
families with young disabled children and the perceptions of
professionals within an early intervention program regarding
the families'

and the professionals'

involvement in the

Individual Family Service Plan process.

Public Law 99-457
Public Law 99-457 originated as amendments to the
Education of the Handicapped Act

(EHA).

Two major programs

evolved from this legislation.
The first program is a state grant program for disabled
infants and toddlers,

from birth through two years of age.

States that want to participate must designate an agency to
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develop statewide plans,
participation and,
service plans

agreements' for interagency

requirements of individualized family

(IFSP)

for each child and his/her family. This

program is designated as Part H of the existing EHA.
The second program requires states to provide free and
appropriate public education and related services for all
eligible children with disabilities from ages three-five
years in order to receive federal preschool funds
(Trohanis,

1988).

Both programs were to meet specific

requirements by the fifth year of the law's implementation
(FY 1991). However,

reported in the Education of the

Handicapped newsletter of June 5,

1991,

numerous states have

failed to meet the requirements of this legislation for
disabled infants and toddlers due to budget restraints.

In

an effort to provide continued support to states who have
demonstrated hardship in meeting the deadlines specified in
P.L.

99-457,

the Congress included in the Rehabilitation Act

Amendments of 1991

(P.L.

102-52? enacted June 6,

1991)

a

provision amending Part H of IDEA to permit States to extend
the period of time for implementation of statewide early
intervention systems.

Section 303.341 of the regulations

requires states to develop and implement the IFSP during the
fourth and fifth "phase-in" years of the P.L.
Therefore,

99-457.

this extension means that there are still many

states who haven't developed and implemented IFSP's to all
their special needs children and their families from birth
through three years old.
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The Individual Family Service Plan
One of the. major changes for professionals in early
intervention programs is the development and implementation
of the IFSP.

Section 677 of P.

L.

individualized family service plan

99-457 requires that an
(IFSP)

be developed by a

multidisciplinary team for each child and family enrolled in
an early intervention program.

Regulations stipulate that

the IFSP must contain the following:
1.

Description of the child's present level of
developmental functioning.

2.

Statement of the family strengths and needs that are
relevant to facilitating child growth and development.

3.

Statement of anticipated outcomes as a result of
enhancing family functioning.

4.

Description of the services needed by child and family.

5.

Dates of initiation and conclusion of services.

6.

Identification of the case manager.

7.

Description of the steps for transition of a child from
present program to next program.
The idea of requiring IFSP's for each child from birth

through three years old and his/her family is interpreted,
particularly in items two,

three,

and four of Section 677,

as acknowledging the importance of including the family as
part of the treatment plan for the disabled child.

This

approach is in contrast to the development of the Individual
Educational Plan

(IEP)

that originated from P.L.

94-142.

the IEP the approach is primarily child - focused where
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In

professionals (i.e., teachers, physical and occupational
therapists, speech & language pathologists) directly treat
the student in order to improve his/her developmental
delays. Families aren't considered integral to the
intervention process (Mahoney,

1990). The families'

involvement in the IEP process relates more to their rights
of notification and consent for their children's evaluations
and how their children's developmental delays will be
addressed? i.e. services and school placement. The focus of
the IFSP, however,

is treating the child within the context

of his/her family.

Professionals working with families of

young special needs children focus on how the societal
system will meet the family's needs; which will in turn
promote child, parent, and family functioning (Dunst,
Trivette,

& Deal, 1988).

Families
Socioecological theorists of human development such as
Urie Bronfenbrenner (1979) and Nicholas Hobbs (1984)
demonstrate how forces within the environment directly or
indirectly impact on a child's growth. Both theorists
discuss the effects of the family on the child.
Bronfenbrenner relates that the family is considered to have
the most influence on a child's life in his/her earliest
years since the child's day-to-day activities; i.e. the
"microsystem" includes many of the child's family members.
Similarly to Bronfenbrenner, Nicholas Hobbs (1984) points to
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the family as the most influential of these contexts (in the
microsystem)

for the individual. He further emphasizes the

importance of community to the individual. The family is set
within its own developmental context being the community.
Families are strengthened by supportive communities. Hobbs
interprets a sense of supportiveness as a community
nurturing families through their informal and formal
resources.
Researchers as well as theorists have also demonstrated
the importance of the family on the disabled child. A
positive caregiver/child relationship in a child's early
years is correlated with positive effects in the child's
overall development (Matas, Arend,

& Sroufe, 1978, Silber,

1989). Shonkoff and Hauser-Cram (1987) evaluated 31 studies
that were implemented to assess the effects of early
intervention services on disabled children from birth three years old and on their families. Part of the results
concluded programs that provided a structured curriculum and
targeted their efforts on parents and children together
appeared to be the most effective.

Professional/Family Relationships
The family-focus concept has implications for changes
within the parent/professional relationship. Previously,
families received few services from professionals.
services included 1)

These

instructions to carry out clinical and

instructional activities at home and 2) counseling to help
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0

them accept and adjust to raising a disabled child (
Mahoney,

1990 )• Without the whole family being a major part

of the treatment approach, there were many issues that
professionals didn't consider which affected the child's
developmental growth. One issue involved the professional's
lack of understanding of the family's culture and how the
professional's own cultural identities, beliefs, and values
might conflict with the families' culture (Hanson, Lynch, &
Wayman,

1990).

Another issue involved a lack of understanding on the
professionals' part of other stresses families might be
experiencing besides the stress of raising a disabled child.
These other stresses may include tangible items such as
inadequate nutrition, health care, housing and, limited
respite care.

By ignoring these possible stresses, the

professional doesn't comprehend that the family might need
assistance with obtaining specific community resources
before they are ready to perform therapy with their child.
Consequently, much miscommunication has developed between
families of young special needs children and professionals.
This miscommunication has adversely affected these
relationships as well as the child's progress (Turnbull &
Summers,

1985).

P. L. 99-457 directs professionals to approach families
in a different manner.

Current philosophy of early

intervention training is for professionals to "empower"
families to make their own decisions and changes (Bailey,
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Simeonsson,
& Helm,

1986?

Trivette,
1989) .

Winton,

Huntington,

Bennett,

& Deal,

Comfort,

Lingerfelt,

1988?

Johnson,

Isbell,

& Nelson,

McGonigel,

0*Donnell,

1990?

Dunst,

& Kaufmann,

Emphasis is placed on a "proactive” approach for

professionals trying to help families with young special
needs children.

A proactive approach focuses

on family strengths and capabilities in a way that supports
and strengthens family functioning.

Early Intervention Research and the Family
Many of the efficacy studies conducted in the area of
early intervention have focused on the overall effectiveness
of treating disabled young children?
intervention work?
Berrueta-Clement,
& Bricker,

1985?

Mastropieri,

i.e.

(Ramey & Campbell,
Barnett,

Epstein,

1984?

Schweinhart,

& Weikart,

Shonkoff & Hauser-Cram,

1986).

Does early

1985?

1987?

Bailey

Castro &

Researchers have also attempted to

identify variables within early intervention programs that
might affect a child*s development such as the role of
parent involvement
Drabman,

1982?

(Bruder & Bricker,

Karnes,

Teska,

Moxley-Haegert & Serbin,
Castro & Mastropieri,

Gross,

Hodgins & Badger,

1983?

1986)?

1985?

Gunn,

Castro & Mastropieri,

Schwarz,
based

1978)

1972?

the age of entry for children

(Guaralnick & Bricker,

1984?

&

1970?

Shearer & Shearer,

to begin intervention
& Andrews,

Eudy,

1987,
1986?

Berry,
Hanson &

program settings - home-based versus center-

(Levenstein,

1970?

Olds,
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Henderson,

Tatelbaum,

&

Chamberlin,

1986; Larson,

1980; Simeonsson,

Cooper,

&

Scheiner,

1982)-; the various types of curriculum (Greenberg,

Calderon,

& Kusche,

1984;

intensity of treatment

Brassell & Dunst,

(Lovaas,

Sparling,

1978)

and, the

1982 cited in Guralnick,

1989; Ramey,

Bryant,

& Wasik,

Mastropieri,

1986; Hoyson, Jamieson,

1985; Castro &

& Strain,

1984). Very

little research has been conducted on families of young
disabled children particularly in terms of their new
emphasis on early intervention training that "empowers"
families to make their own decisions.
Many of the efficacy studies have concluded that early
intervention is of value to special needs children and their
families

(e.g.

Lazar & Darlington,

1975; Bailey & Bricker,

1982; Bronfenbrenner,

1984); however,

it has been

difficult to conclude whether specific factors such as
program settings,

intensity of treatment,

curriculum styles,

and parent involvement directly effect the child's
development.

Most efficacy studies prior to P.L.

99-457

have been primarily conducted in the positivist paradigm.
In this paradigm,
data

(i.e.

theories are proposed and quantitative

child performance on assessments or observations

of child behavior)

are collected and analyzed through

statistical manipulations or direct observations of the
graphed results.

Conclusions are based from these results,

answering the questions posed in the research or suggested
by the theory

(Odom,

1988). There have been problems that

have affected the validity of many of these studies
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conducted within this paradigm.
methodology problems,

Some problems include

intervention approaches that often

didn't consider contemporary developmental theory,

subject

samples that were poorly defined and often h.eterogeneous
and,

outcome measures that tended to have a narrow focus

(Bailey,

& Bricker,1984? Casto & Mastropieri,

Rheingrover,
Scheiner,

1981? Dunst,

1986? Simeonsson,

1986; Dunst &

Cooper,

&

1982).

Researchers and professionals critiquing previous
efficacy studies in early intervention have suggested a need
for new research questions and new research methods
1986? Guaralnick,
Upshur,

1989? Shonkoff, Hauser-Cram,

1988? Meisels,

(Dunst,

Krauss &

1985.) Most efficacy studies were

conducted in the positivist paradigm. Some of the
difficulties in performing research within this paradigm is
partly attributed to the diversity of this population group.
Interventions must be individualized. No single intervention
is appropriate for all disabled children.

Furthermore,

if

professionals are understanding human development from an
ecological framework

researchers must assist them to better

understand family interactions and how other environmental
factors? within the micro-, meso-,
affect the disabled child.

exo-,

and macrosystems

If the professional's role is to

strengthen the family, the professional needs more
information about family functioning including factors that
constitute a well-functioning family.
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IFSP Literature
Data indicating what influences how professionals and
families develop IFSP's with a "family" focus have begun to
emerge.

Mahoney and O'Sullivan

(1990)

reported that

practitioners working with young special needs children
considered administrative problems,

family cooperation,

parental skill,

and family resources as

family functioning,

barriers to effective plan development.
obstacles such as costs,

additional staff requirements and

parent training have also been noted
Edmondson,

& Smith,

Additional

(Bailey,

Buysse,

1992). What these investigations do

suggest is that professionals are only beginning to redirect
their beliefs about how families must be viewed within the
new IFSP directives.

The traditional "deficit" model is no

longer applicable and a clear and proactive knowledge base
about a family must provide the central component of any
effective treatment plan.
McGonigel,

Kaufmann and Johnson

(1991)

suggest that

professionals re-examine traditional roles and practices and
develop new ways to promote mutual respect and partnership.
They urge professionals to understand that each family has
its own structure,

roles, values, beliefs and coping styles.

Furthermore, professionals must recognize that early
intervention systems and strategies must reflect a respect
for the racial,

ethnic,

and cultural diversity of families.

Individual Family Service Plans are intended to be dynamic
%

and responsive to the changing needs of children and
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families,

reflect family priorities,

and enable families to

choose the level and nature of early intervention
Dunst & Trivette,

(Deal,

1989) .

The Role of Qualitative Research with Disabled Children and
their Families
Information about family functioning requires more
descriptive information on child and family characteristics
than what can be obtained from quantitative methods.
functioning can entail very complex dynamics.

Family

The use of

naturalistic inquiry is an appropriate approach to learning
more about families of special needs children
Guba,

1985?

Odom & Shuster,

1986).

(Lincoln &

Participant observation

and interviews are two primary data sources in naturalistic
inquiry that permit researchers to learn about these family
dynamics.

"The purpose of participant observation is to

allow the investigator to enter the lives of persons being
studied as fully and naturally as possible"
p.498).

(Edgerton,

1985,

In this method of data collecting the researcher

perceives the events occurring in their natural state while
being an active member of the environment and a contributor
to the events.

Research Questions
The enactment of P.L.

99-457

is an impetus for

researchers to ask different research questions and,
therefore,

necessitate the need to implement different

research designs.

One of the salient features of this law

is the development of the Individual Family Service Plan.
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To

evaluate the effectiveness of this legislation researchers
must explore the effects of this plan. Understanding the
Individual Family Service Plan within an early intervention
program means investigating effects of the whole family and
♦

not only the parents' role in relationship to improving
their disabled child's development. A research design that
can encompass an understanding of how intervention
strategies relate to family functioning is critical to the
evaluation process.

Following are the research questions

for this dissertation study:
1.

Where are the perceptions of the locus of decision
making when the Individual Family Service Plan is
developed?

2.

What are the staff and family perceptions of the
Individual Family Service Plans?

3.

What kinds of parent/professional relationships exist
in early intervention programs?

Significance of the Study
This study will benefit both families of young disabled
children as well as professionals who work in early
intervention. Professionals will obtain a better
understanding of family functioning and, therefore, utilize
different intervention strategies with families.

These

intervention strategies will hopefully lead to improved
parent/professional relationships.

The information we learn

about families of young disabled children will add to the

13

theoretical knowledge base on how to strengthen families so
they will be able to make their own decisions about their
child's treatment. This family focus approach could also be
effective in working with older disabled children and their
families within the elementary and secondary grades if it
proves successful within early intervention services.
Studying an early intervention program from an
ethnographic perspective allows the researcher to stay in
the research setting and collect data through different
sources over a long period of time. This enables the
researcher to gain a better understanding of the culture of
the El program including the perceptions of the
professionals and staff that hinder or promote family focus
interventions.

Limitations of the Study
Limitations are associated with shortcomings in
conducting qualitative research. For example, qualitative
research usually doesn't utilize large sample sizes.

This

study included a limited amount of families who have young
disabled children.

Therefore, generalizing the findings to

a broader population group is not feasible. Furthermore,
is difficult to generalize these findings because many
family variables such as socio-economic level, ethnic
background, parents' ages and educational level aren't
controlled for in this sample.

14

it

Also, one of the difficulties in using qualitative
research methods is that the researcher didn't always
capture all of her observations through fieldnotes or
audiotapes. At times, the audiotapes malfunctioned or were
difficult to hear due to noise factors in the environments
such as children crying, laughing or gaining the adults'
attention in other ways. Without the use of videotapes the
researcher focused primarily on the verbal interactions of
the participants in the study and was unable to record all
of the important nonverbal information as well.

15

CHAPTER II

REVIEW OF LITERATURE

Most of the research on IFSPs has emerged since 1989.
*

As discussed earlier, although P.L. 99-457 was enacted in
1986 there is a five year phase-in period with extensions
through P.L.

102-52 being granted to many states who are

delayed in their implementation process. In the fourth and
fifth years of this implementation period states are
required to develop and implement IFSPs. Thus, many El
programs within the country have just begun developing and
implementing IFSPs. Researchers are beginning to understand
the effects of these plans on El staff and families with
young special needs children.
Most early intervention programs have started training
staff to develop and implement IFSPs.

This training

involves educating staff on methods of gathering information
from parents and other family members that will help the
staff determine the family's strengths and needs in order to
develop family goals and objectives. Some early intervention
programs that use the IFSP have not only trained staff in
the IFSP but also have implemented various therapeutic
models to address family strengths and needs.
The first part of this chapter identifies studies that
address the development and implementation of the IFSP and
discusses some of their important features as they relate to
the intent of P.L. 99-457. Theoretical perspectives will be
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discussed that examine the movement from a child-focused to
family-focused treatment approach through the IFSP.

Some of

the concepts presented in P.L. 99-457 that will be addressed
are:

1)

Individualization; 2) Empowerment? and 3) Social

Support. The final part of this chapter will conclude with a
rationale and description of the content and research design
for this dissertation.

Individualization
One of the guiding principles of the IFSP is that each
plan reflects the specific strengths, needs, and choices of
each family.

McGonigel, Kaufmann, and Johnson (1991)

outline principles underlying the IFSP process that reflect
the individual aspects of each family served. These
principles call for professionals to re-examine traditional
roles and practices and develop new practices when necessary
that promote mutual respect and partnership. Some of the
traditional roles and practices include treatment approaches
in early intervention services that have evolved from a
medical model

(Kirk and Gallagher,

1989). This model focused

i

on the unique characteristics of the disabled child? the
characteristics that were used to help diagnose the child's
condition and treatment.

Little attention was given to the

child's surrounding environment, the family or the culture,
and its influences on the child. Thus, in many cases
professionals were recommending or administering various
intervention techniques that were contrary to the family1s
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belief system, lifestyle or stresses. For example, a family
may be experiencing environmental stresses such as
inadequate nutrition, health, care, housing and respite
care. If professionals ignore these possible stresses, they
don't comprehend that the family might need assistance with
obtaining specific community resources before they are ready
to perform therapy with their child. Consequently,

if they

ignore family culture and environmental issues
miscommunication may occur between families of young special
needs child and professionals. McGonigel, Kaufmann, and
Johnson (1991) relate the importance of professionals'
understanding that each family has its own structure, roles,
values, beliefs and coping styles. Furthermore, these
authors explain that early intervention systems and
strategies must reflect a respect for the racial, ethnic,
and cultural diversity of families. Deal, Dunst, and
Trivette (1988) have designed a process and format for
developing and writing IFSPs that they describe as both
flexible and functional. IFSPs are intended to be
continually responsive to the changing needs of children and
families. IFSP goals are intended to reflect family
priorities,

i.e.

families are able to choose the level and

nature of early intervention's involvement in their life.
Several studies regarding family focus intervention
models have used the principle of individualization as an
indicator of program effectiveness. Minke (1991)
investigated the development of the IFSP in three early
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intervention programs.

All three programs expressed an

interest in pursuing a family focused model and were
attempting to involve parents actively in the IFSP process.
Three IFSP meetings were videotaped at each .site.

Semi-

structured interviews were then conducted with the primary
participants from each IFSP meeting (e.g. parent, direct
service provider, administrator).

Minke concludes that

there is a need for El programs to individualize the IFSP
process. She found that the programs in her study utilized a
standard format that provided little consideration for
family preferences. The staff assumed they understood the
parents' needs and desires without checking with them
directly.
Caro and Derevensky (1991) conducted a study within an
El program utilizing the family-focused intervention model
as conceptualized by Bailey, Simeonsson, Winton, Huntington,
Comfort, Isbell, O'Donnell, and Helm (1986).

This model is

based on the "goodness-of-fit" concept described in the
longitudinal research of Thomas and Chess (1977 cited in
Bailey et al.,

1986). According to this concept, outcome is

best predicted by the match or "fit" between the unique
characteristics of the child and family as they interact
with the demands, expectations, and/or opportunities of the
environment.
The relevance of the goodness-of-fit concept with
families is that a goal of intervention shifts
from a focus on the child or families alone to an
emphasis on the degree of consonance or fit
between characteristics of child and families and
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the coping demands which they experience (Bailey,
et al., p.157).
Subjects for this study were 16 families having
children from two-43 months old who had moderate or severe
disabilities. Each family received a two-hour weekly home
visit over a five-month period by a member(s)

of an El

program. Parent(s) and child were present during each entire
intervention session, and siblings attended monthly
meetings.

Results from this study indicated that most of

the infants approximated near normal rates of progress over
the five-month period.

There was also an increase in

observed interactional behaviors that indicated the
"acquisition of a strong parent-child relationship and
parental ability to promote mature child behaviors in all
developmental domains"

(p.71). Post test analyses of child

and family goals revealed that children achieved 79.80% of
the targeted goals and 98.67% of family goals were acquired.
Parents evaluated the effectiveness of the program by
parents completing a Parent Satisfaction Scale and through
parent interviews about each facet of the program.

Both

measures exhibited positive outcomes about the program.
From the qualitative analyses of parental
comments, positive attributes included global
orientation, consideration of the entire family,
and the development and/or reinforcement of
parental self-sufficiency (p. 75).
Another El program developed and piloted "The Coping
with Stress Model"

(Zeitlin, Williamson, & Rosenblatt,

focusing on families learning how to make their own
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1987)

decisions. This model is based on cognitive-behavioral
psychology and helps families assess their own stress and
the most effective way(s) to handle their stress.

The

Coping with Stress Model is described as an interrelated,
four-step process.

The first step is a cognitive appraisal

of the stressor-event and its meaning. This appraisal is
influenced by the family*s beliefs, values, and expectations
as they have been developed through experience over time.
The second step involves decision-making according to the
internal and external resources available to the family to
manage stress. The third step involves acting on the
decision by either making a reassessment of the stressorevent or by implementing some type of coping effort.

The

fourth step is an evaluation of the outcome of the specific
coping effort. The effectiveness of the coping behavior is
determined by the match between and among the available
resources for coping and the demands of the environment.
A pilot study was conducted of this project. Thirty-two
parents who had children under age three with mild to severe
developmental disabilities completed family assessment
instruments.

Results from these instruments as well as case

studies of families in the program suggest that this model
facilitates the development of personalized intervention.
Analysis of individual family data revealed wide variability
among the families. Some families were quite effective in
coping with the demands of their lives while others were
less adaptive and cited many vulnerabilities.
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These studies demonstrate the capabilities of El staff
to identify individual needs of each family with respect to
their cultural/ethnic beliefs,

coping situations,

and family

roles. The family focus models presented are. based on
theories and practices emphasizing professionals meeting the
needs of each family in their program and not making
assumptions about treatment of young special needs children.
This approach of meeting the individual needs of the family
is a radical shift in practice from only focusing on the
needs of the disabled child.

Empowerment
Current philosophy of early intervention training is
for professionals to help "empower" families to make their
own decisions and changes.

Strengthening families in this

manner represents a movement away from professionals
treating families from a deficit perspective. Many
professionals have been trained in a deficit model that
interprets the presence of a person*s problems as one of
weakness and pathology (Imber-Black,

1988).

In this approach

there is an expectation that the professional will solve the
person's problems. Thus, this type of intervention style may
not make families strong enough to make positive behavioral
changes but,

instead, may make families more dependent on

the professional. Rappaport

(1981)

describes how

professionals have usurped (the family's strengths)
name of helping rather than empowering:
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in the

The pervasive belief that experts should solve all
of (the help seeker's) problems in living has
created a social and cultural iatrogenesis which
extends the sense of alienation and loss of
ability to control (one's) life... This is the
path that the social as well as the physical
health experts have been on, and we need to
reverse this trend (p. 17).
Training approaches have been developed for early
intervention staff in designing IFSP's that will strengthen
families

(Bailey,

Comfort,

& Helm,

Dunst, Trivette,
Kaufmann,

1989).

Simeonsson,

Isbell, Huntington, Winton,

1988? Bennett,
& Deal,

Lingerfelt,

& Nelson,

1988; Johnson, McGonigel,

1990;

&

Emphasis is placed on a "proactive"

approach for professionals trying to help families with
young special needs children.

A proactive approach focuses

on family strengths and capabilities in a way that supports
and strengthens family functioning.
Deal

(1988)

define needs,

Dunst, Trivette,

and

not as family deficiencies, but

rather as family "aspirations, projects,

aims, priorities,

those things which the family considers important enough to
devote time and energy".

An example of this type of

"proactive intervention" follows:
Lynn is a mother of a 2 and 1/2 yr. old boy,
James, who has cognitive and speech and language
delays of about 10 months. Lynn isn't sure she
wants to place her child in a special needs
preschool program when he is 3 yrs. old. The
public schools in the state where Lynn and her
family live service special needs children
starting at 3-year-old. Lynn shares her concern
about her son entering the public school with an
educator on the early intervention team. "I don't
want to place him in a program that I don't have
any control about". The educator plans to provide
Lynn and her husband with written information
about the public school preschool program. In
addition, she has arranged for the family to
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observe these preschool classrooms, meet some of
the staff, and speak with some of the parents who
have children in the public school program.
This type of intervention will provide Lynn with
information to make a more informed decision about her son's
participation in this program.
Studies that explore the needs of families in El
programs have found that parents want to be involved in
their child's program which includes making decisions about
their's child's services.
Frederick (1990)

Able-Boone,

Sandall,

Loughry,

and

interviewed 30 families with disabled

infants and preschoolers about their opinions of current El
services,

needed changes,

implementation of P.L.

and recommendations regarding the

99-457.

They found that:

parents emphasized their need to become
knowledgeable about their child and about
available services. Parents also stressed the
importance of professionals relaying information
and empowering families to become their child's
informed decision maker (p. 110).
Summers,
Campbell,

Dell'Oliver, Turnbull,

and Siegel-Causey (1990)

Benson,

Santelli,

also examined family

needs frojn El services through nine focus groups consisting
of both families and practitioners in El programs. They also
found that it was important to acknowledge the family as a
decision maker. An emergent theme was that El programs are
expected to help families understand service options and
develop skills to work with professionals and the service
system that will be useful in their relationship with future
programs and professionals.

Zeitlin et al.
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(1987)

demonstrated through "The Coping with Stress Model", that
this type of decision making model facilitates strategies
that decrease stressors,

increase internal and external

resources, and enhance coping efforts of families.
Some researchers have explored the extent parents are
empowered through the IFSP by studying the type of
parent/family participation within the IFSP process.

Parent

participation has been measured in various ways. Bailey,
Buysse, Edmondson, and Smith (1992) assessed the amount of
family involvement performed in El programs by administering
rating scales to El staff. These scales asked staff a) their
perceptions of parent participation in decisions about the
child assessment process b) parent involvement in team
meeting and decision making, and c) provision of family
services. Staff were asked to complete these scales
according to their current practices as well as to their
ideal practices.

One hundred and eighty El professionals

within four states participated in the study. Their findings
demonstrated a statistically significant discrepancy in
scores between current and ideal practices across all four
states.

The staff rated typical family involvement within

the moderate degree and the ideal role of families within
the high degree.
The purpose of Mahoney and O'Sullivan's study (1990)
was also to understand the amount of parent participation in
the IFSP process by analyzing the perceptions of the El
staff through a five part questionnaire. One of the
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differences in this study compared to Bailey, et. al.'s
study is that Mahoney and O'Sullivan also obtained
perceptions of staff who were working with special needs
preschoolers from three - six years old as well as staff who
were working with special needs infants and toddlers from
birth - three years old. Another difference between the
studies is that Bailey et al.

(1992)

explored parent

participation by obtaining general information of staff and
parent roles in the IFSP process whereas Mahoney and
O'Sullivan obtained more specific information? e.g., the
percentage of time staff devoted to family-focused
activities and the kinds of services offered to families.
Mahoney and O'Sullivan found that the portion of time spent
with families was small for the entire sample. Thirty-seven
percent spent no time with families. And of those who did
spend time with families, 22% spent less than 15 minutes per
week.
Barriers to Implementing a Family Focused Approach
These findings that professionals focus primarily on
the child is not consistent with the family focus intent of
P.L. 99-457. What prevents El staff from fully implementing
this approach? Mahoney and O'Sullivan (1990) and Bailey et
al.

(1992) asked practitioners working with young special

needs children to describe the barriers they perceived as
inhibiting parent participation. In Mahoney and O'Sullivan's
study (1990) these problems fell under five categories:
administrative problems,

family cooperation, parental skill,
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family functioning, and family resources. El providers in
programs with disabled children from birth - three expressed
as their three greatest needs for implementing a family
focus approach are (1)

increased budget (42%J ,

(2)

additional staff members (39%) and (3) training to work with
parents and families (36%). Bailey et. al.

(1992) grouped

barriers under some similar categories: family, system,
professional, and testing. The two barriers that were high
in both studies was family and administrative (system)
concerns. Both studies noted a barrier to a more familyfocused approach as being the family's knowledge or skill.
In other words, obstacles resulting from parents' lack of
understanding of matter to El, due to inexperience or lack
of ability prevented El staff from implementing a more
family-focused approach.
Parent (sl._Participation
Both Bailey et al.
(1990)

(1992) and Mahoney and O'Sullivan's

findings regarding lack of family knowledge or skills

as a barrier to implementing a more family-focused approach
appears to place the "blame" on parents for not
participating more in the IFSP process. However, some
studies have found that parents are indeed capable of
developing and implementing family focus goals (EspeSchwindt,

1992).

Other studies have shown that staff

prevent parents from becoming full participants. Minke
(1991)

found that parent decision making around the IFSP

goals was inhibited by low staff expectations and enhanced
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when parents were prepared prior to the IFSP meeting.

From

her findings she develops a model (refer to Figure #1)

as a

means of conceptualizing different family responses to the
IFSP process.

This model proposes an interaction between

empowerment and trust that is demonstrated by El staff and
families. She conceptualizes this model as two interacting
continua. The vertical axis represents the family*s degree
of empowerment or their willingness/ability to be active
decision makers in the process. The horizontal axis is the
level of trust parents feel for program staff. A given
family falls within one of four general quadrants. Quadrant
A (high empowerment/high trust) represents an optimal
combination of empowerment and trust. In quadrant A,

it is

likely that staff members feel comfortable in allowing
parents decision making power and trust them to make
appropriate decisions. Quadrant B (low empowerment/high
trust)

represents those families who trust too much and do

not exercise their right to make decisions. Quadrant C (low
empowerment/low trust) represents a group of parents who
likely go along with staff recommendations for a time but
who resent the process. And in quadrant D (high
empowerment/low trust) these parents exercise their power
but do not trust the staff.

Staff, in turn, do not trust

these parents and may feel threatened by their
assertiveness•
Some researchers have explored the effects of educating
families in the IFSP process. Campbell, Strickland, and La
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Figure 1. The Interacting Continua of Empowerment and Trust
in the IFSP Process
(Reproduced from Minke,

1991)

Forme (1992) examined the extent to which voluntary
participation in education and training designed to enhance
family participation in the IFSP process was reflected in
the IFSP document. This study identified parent language as
being an indicator of parent participation in parts of the
IFSP document, i.e. child's present levels of development
and in the number of outcome statements. Twenty families in
an El program participated in the study. They selected to be
part of one of two groups. One group received formal
training in the IFSP process and the other group didn't
participate in this training. There were no significant
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differences in the number of statements reflecting parent
language between the two groups. However, when parent
language statements were combined with those that reflected
partial parent/partial professional language., the
differences showed significant increases in the statements
for the group with formal training. The authors of this
study note that it isn't possible to conclude that the way
to enhance parent participation is by training parents.
Formal training might work for some but not for others.
However, results do indicate that parents can be active
participants in the IFSP process and that major components
of the document can be written by parents in their own
language.
Espe-Sherwindt (1991) demonstrated that parents were
capable of developing and implementing goals that require
problem solving skills to address family needs. She analyzed
the development of the IFSP with parents having special
needs/mental retardation.

Espe-Sherwindt's subjects were

parents a) who had been identified as mentally retarded
through psychological assessment, school placement, or other
formal means or b) who have been treated as though they were
mentally retarded (e.g., the parent with a severe learning
disability or sensory impairment who was placed in classes
for the "mentally retarded"). In this study six IFSP's were
coded according to seven categories of family goals and
three levels of parent ski11/involvement described by
Bailey, Winton, Rouse, and Turnbull (1990).
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The seven

categories included a) child-based interventions/services,
b) medical/diagnostic information or services, c) respite,
d)

support/counseling, e) basic needs,

f) program

participation/service coordination, and g)
enrichment.

family

The levels of parent ski11/involvement were

defined as 1) knowledge/information, 2) direct use/
applications, and 3) general use/problem solving.

In her

study almost half (47%) of the family goals could be
classified as using knowledge within a specific context and
slightly more that half (53%)
problem solving.

involved generalization or

None of the parents' goals was classified

as simply providing information to parents. Espe-Sherwindt's
findings were different from Bailey, Winton, Rouse, and
Turnbull's findings (1990). These researchers examined IFSP
goals submitted in response to a national call for sample
IFSP documents. Most of the goals were "child-focused"
goals; when family goals were included, they tended to
involve only the provision of basic information to families
rather than the more problem solving goals that EspeSherwindt demonstrated could be elicited from parents. EspeSherwindt responds to her contrast in findings from Bailey
et al.

(1990) by suggesting that "the traditional boundaries

of El services and professional roles may be challenged by
what some families perceive and identify as outcomes related
to enhancing their child's development"

(p.109). Some

families are unable to provide any direct assistance towards
improving their child's development unless their own needs
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are addressed first. However, most studies that analyze IFSP
goals have found that most of these goals are child-focused
(Mahoney & O'Sullivan, 1990? Bailey et. al.,

1990). This

finding can be interpreted by explaining that El
professionals have been unable to change their practices and
that more effective personnel preparation programs to help
them address family issues is warranted. Mahoney and
O'Sullivan (1990)

found that service providers reported

"relying on their intuitions as opposed to formal knowledge
in deciding what to do when working with families." They
also found that curricula identified as used for working
with families were either inappropriate for this population
or ones that failed to address the issues of the familyfocused agenda.

Social Support
Families are perceived as interactive systems who
interact or function according to their environmental
influences. Public Law 99.457 is based on socioecological
theories of development such as ones developed by Urie
Bronfenbrenner (1979)

and Nicholas Hobbs (1984).

This

approach encourages interventionists to focus on more than
the child's development within the context of the family. It
demonstrates this by understanding how other forces of the
environment besides the family directly or indirectly impact
on the child's growth.

Urie Bronfenbrenner, one of the

leading theorists of human development, labels this
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perspective as the ecology of human development and defines
it as
the scientific study of the progressive, mutual
accommodation between an active growing human
being and the changing properties of the immediate
settings in which the developing person lives, as
this process is affected by relations between
these settings, and by the larger contexts in
which the settings are embedded (p. 21).
The type of social support needed to assist families in
meeting their needs is an important feature of the IFSP
process.

Zeitlin et al.

(1987)

and Caro and Derevensky

(1991)? as well as other researchers to be discussed in this
section demonstrate that social support directly and
indirectly influences parent,

family,

and child functioning.

Sources of support that are potentially available to a
family includes relatives,
religious associates,
care centers.
Basham (1984)

friends,

clubs,

neighbors,

co-workers,

social organizations and day¬

Crnic, Greenberg, Ragozin, Robinson,

and

found that both stress and support in a

mother's life predicted maternal attitudes when her child
was one month old and interactive behavior at four months
old. Mothers with greater support and less stress were more
satisfied with their lives.

Furthermore,

stress produced a

significant relationship to maternal behavior, predicting
mothers'

sensitivity to their infants'

cues.

Mothers who

reported greater stress were found to be less sensitive to
their child's cues.

Colletta

(1981)

also found that the

amount of support to a mother affected her relationship with
her child.

She demonstrated that when adolescent mothers

33

are isolated from a supportive social environment their
children are at. greater risk of maternal rejection.
Fewell,

and Vadasy

(1989)

examined the relationship between

parent and child characteristics and competencies,
available to the family,

Frey,

supports

and how these factors influence

parent and child outcomes.

One of their conclusions

indicated that satisfaction with support was related to
parents'

adjustment to the child.

Dunst,

Trivette,

and Deal

systems into two categories,

(1988)

divided these support

informal and formal,

to

investigate if one category had more of an impact than
another on the family.

They defined informal supports as

individuals and social groups who are accessible to provide
support as part of daily living,

in response to both crisis

and noncrisis situations and formal supports to include
professionals and agencies.

One consistent finding in much

of the social support research regardless of the population
studied is that informal supports have a greater effect than
formal supports in supporting families with special needs
children.

"Informal support from personal network members

has powerful stress-buffering and health-promoting
influences"

(Dunst,

Trivette,

& Deal,

1988,

p.32).

support is a recurrent theme in Bailey et al.
their study through family focused interviews,

Informal

(1991).

In

parents

express strong emotions about how they learned of their
children's diagnoses.
with the doctors'

Parental concerns included coping

negative predictions and the manner in
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which the diagnoses were given.
the families'

The researchers found that

resolution for coping with the diagnoses was

derived from familial support.

Implications for these

findings demonstrate the importance of intervention
strategies to help families of disabled children develop a
network of informal supports.

Interagency Collaboration
Although an informal support system may have a greater
impact on families with young special needs children the
importance of formal supports from community agencies,
medical professions,

the

and from other professions is still a

pertinent issue.

As demonstrated through Bronfenbrenner's

ecological model

(1979)

and Hobbs

(1984)

families with

special needs children have relationships with various parts
of the community that are utilized as support systems in
order to strengthen their situations.

Parke

(1986)

argues

that it is possible to combine informal and formal social
support systems to aid families.

He notes that one can

strengthen the informal network through formal

intervention

by mobilizing existing social networks in time of stress and
by using informal network members to help individuals
utilize formal support systems.
P.

L.

99-457 calls for the role of a case manager

within El programs to coordinate the support services for
families with young special needs children.

This type of

coordination assists families in obtaining the needed
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services,

prevents duplication of services and helps assure

that agencies are working together to meet families'

needs.

One of the earlier family focus model studies implementing
the IFSP was of a three-year demonstration project,
Lift"

(Sampon,

1988).

"Project

Project Lift was developed as a way to

support families of disabled children who live in rural
environments.

This program provides home-based services

which emphasize teaching the child a cause and effect
relationship between his/her behavior and something
happening with the environment.

Interaction patterns

between parents or other family members and the disabled
child are analyzed by videotaping the family's interactions
and evaluating them.

These videotapes are also used for

instructional purposes with the family.

Another feature of

this program is to assist families in identifying and
obtaining community resources and to facilitate interagency
collaboration and cooperation.

In the second year of this

program the following progress is reported:
Lift's strengths lie in its individualization of
programming to families based on each family and
child's unique set of strengths and needs, its
attention to family support and accessing
community resources for families and its
commitment to providing a comprehensive set of
services including education, therapies, and case
coordination to isolated areas of the state (p.6).

Summary and Rationale for Dissertation Study
This chapter examines literature regarding the intent
of P.L.

99-457 with a review of studies focusing on the

development and implementation of IFSPs.
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Past and present

theories of relationships between professionals in El
programs and families having young children from birth
through three years old are discussed to determine how these
relationships might be affected by this legislation.
the intents of Congress in enacting P.

L.

99-457

One of

is to

change the professionals*

philosophy from a child-focus to a

family-focus orientation.

How a family copes with the stress

of a disabled child is affected by how society perceives the
disability and how other environmental
family functioning.
ecological

influences affect

In viewing the family within a larger

framework,

it is perhaps more important for

professionals to "empower”

families by providing them with

resources to make their own decisions.

This philosophy of

strengthening families may be threatening to professionals
who have been trained to "control" the client/ professional
relationship by making judgments for the family on ways the
family should be addressing their child*s disability.
The intent of P.L.

99-457

is for families to play an

important role in their children's treatment.
should reflect this family focus.

The IFSP

The goals and objectives

of the IFSP are to originate with the family.

The staff's

roles are identified,

consultant,

resource,

enabler,

their goals

for example,

as teacher,

and mobilizer in assisting families with

(Bennett,

Lingerfelt,

& Nelson,

1990).

But,

ultimately the goals are the family's goals and not what the
professionals think ought to be the family's goals.
important for staff to play an instrumental role in
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It is

assisting families to receive the informal and formal
supports that they need to strengthen their family and
become the ultimate decision maker regarding their child's
development.
Although a family focus approach is one of the intents
of P.L. 99-457, early studies regarding the IFSP process
have demonstrated that this approach hasn't been fully
realized in El programs. Studies demonstrate that parents
have the ability to develop and implement IFSP goals when
they are encouraged by staff during the IFSP process.
Several therapeutic models (Bailey et al., 1986? Sampon,
1988? Zeitlin et al., 1987) have been discussed that promote
features of P.L. 99-457 such as (1) professionals
identifying and responding to the individual needs of each
family who have young special needs children?

(2)

professionals empowering families to make their own
decisions and changes? and (3) professionals intervening
with families to assist in coordinating needed formal and
informal social support. Rationale for Dissertation Study
Although,

family focused approaches have been

demonstrated within these therapeutic models, most El
programs who have begun developing and implementing IFSPs
aren't engaging families to their fullest extent within the
IFSP process. It is important to explore what is occurring
within the IFSP program that is preventing as well as
encouraging a family focused approach. Mahoney and
O'Sullivan (1990) and Bailey et al.
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(1992) have begun

exploring some of these factors by obtaining information
about family involvement from El staff through a positivist
paradigm. Most efficacy studies prior to P.L. 99-457 have
been primarily conducted in the positivist paradigm. In this
paradigm theories are proposed and quantitative data (i.e.
child performance on assessments or observations of child
behavior)

are collected and analyzed through statistical

manipulations or direct observations of the graphed results.
Conclusions are based from these results, answering the
questions posed in the research or suggested by the theory
(Odom,

1988). Some of the difficulties in performing

research within this paradigm is partly attributed to the
diversity of this population group.

Interventions must be

individualized. No single intervention is appropriate for
all disabled children.

Furthermore,

if professionals are

understanding human development from an ecological framework
researchers must assist them to better understand family
interactions and how other environmental factors affect the
disabled child.

If the professional's role is to strengthen

the family, the professional needs more information about
family functioning including factors that constitute a wellfunctioning family.
involvement,

To gain information about family

it is important to collect information about

family functioning.

This type of information requires more

descriptive information on child and family characteristics.
Data collected about family functioning from quantitative
data collecting methods such as test instruments,
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questionnaires and surveys is limiting.

For example, the

use of instruments that assess families may not accurately
measure program effects upon these families or vice versa
(Odom & Shuster, 1986? Peskin, 1988).
Furthermore, gathering information about families can
be a sensitive issue.

Families may be reluctant to share

this type of personal information either verbally or on
written material. In collecting quantitative data on
families there must be at least 10 children or families for
each instrument used to formulate an adequate statistical
sample (Odom & Shuster,

1986). Smaller early intervention

programs may not be able to obtain a big enough sample to
utilize multiple family assessment scales. Therefore, one
scale may not obtain as much information as multiple scales.
Even if a bigger sample was feasible,

families may find it

cumbersome to complete a lot of instruments which may
interfere in the quality of their responses.
By choosing one or several assessment instruments,
information about the potential outcomes of early
intervention with handicapped children and
families is limited to those specific instruments;
any other potentially useful information is
automatically excluded (Odom & Shuster, 1986, p.
69) .
One of the research questions Summers, Dell'Oliver,
Turnbull, Benson, Santelli, Campbell, and Siegel-Causey
(1990) explored with 102 participants through nine focused
groups was: What are the families' and practitioners'
preferences for methods to be used in gathering information
on family strengths and needs for the IFSP? The largest
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category of responses to this question was labeled
"Informality." Respondents preferred informal approaches and
open-ended conversations to structure interviews. When asked
about standardized family assessment measures, one mother
responded,

"You don't need a form if you're properly

trained.

Forms are intimidating and eventually plain

nonsense"

(p.86).

Researchers and professionals critiquing previous
efficacy studies in El have suggested a need for new
research questions and new research methods (Dunst,
Guaralnick,

1989? Shonkoff, Hauser-Cram, Krauss,

1988? Meisels,

1986?

& Upshur,

1985). Qualitative research is a form of

natural inquiry that allows the researcher to learn more
about families of special needs children (Lincoln & Guba,
1985? Odom & Shuster,
(Caro & Derevensky,

1986) Some of IFSP studies reviewed

1991? Able-Boone et al.,

1990? Minke,

1991) did utilize qualitative measures such as parent
interviews and video tapes. Although these interviews and
video tapes provided important information, they weren't
sufficient to learn about what was occurring in the El
programs to encourage or prevent family focused models.
For these reasons discussed above, this dissertation
study will use ethnographic approaches in understanding
parents and professionals perceptions of the IFSP process.
Ethnography is the work of describing a culture. Culture, in
this study is defined from the work of cognitive
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anthropologists such as Goodenough (1970)

and Spradley

(1980). According to Spradley,
Culture refers to the pattern of behavior,
artifacts, and knowledge that people have learned
or created. Culture is an organization of things,
the meaning given by people to objects, places,
and activities. Every human society is culturally
constituted (1980, p. 86).
Exploring the development of the IFSP means more than the
actual meeting in which the document is completed. The
development of the IFSP is conceptualized as a process from
the time a family enters the El program until the family no
longer qualifies for service. Therefore,

it is important to

understand the procedures of the El program e.g. screening,
child assessment, IFSP meeting, toddler groups. In other
words, the researcher conducts a descriptive study of the El
program's ways of performing its functions.
Ethnographic techniques are used in this study because
it allows the researcher through participant observation to
capture the natural occurrences of families and staff by
entering their daily lives.
Ethnographers seek understandings of the customary
actions, beliefs, knowledge, and attitudes of a
social group as reflected in the ways of engaging
in everyday life (Zaharlick & Green, 1991, p.ll)
The purpose of participant observation is to allow the
investigator "to enter the lives of persons being studied as
fully and naturally as possible"

(Edgerton,

1984, p.498).

Participant observation allows the researcher "to capture
what people say and do as a product of how they interpret
\

the complexity of their world"
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(Sevigny,

1981 p.68). It is a

way of gaining understanding through the actors'
perspective; i.e. families and El staff.

Participant

observation includes methods such as observing the
environment(s)? taking field notes, audio or. tape recording
events, participating in situations and interviewing
families and staff. All are methods of learning about the
culture through naturalistic inquiry.

None of the IFSP

studies reviewed have placed the researcher in the role of a
participant observer over a substantial amount of time in
order to understand perceptions of families in El programs
and perceptions of El professionals regarding the IFSP
process.
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CHAPTER III

RESEARCH DESIGN AND METHOD

Purpose of the Study
The purpose of this dissertation is to describe how
families of young disabled children and early intervention
staff members perceive the meaning of the Individual Family
Service Plan (IFSP).

The research questions focus on three

broad topics. One topic addresses the parent/professional
relationships during the early years of a disabled child's
life.

Another topic addresses the family-focus intent of

P.L.99-457 by examining family and staff perceptions of
these plans. And, the third topic explores the locus of
decision making among the families and professionals.
This chapter describes the early intervention program,
data collection techniques, procedures for data collection
and data analysis strategies.

The Early Intervention Program
Rationale for Site Selection
Subjects were selected from an early intervention (El)
program within the Commonwealth of Massachusetts. The
rationale for choosing this El program was primarily due to
the diversity of the children served as well as the
diversity of the geographic locations where the El clients
resided. The disabled children varied in terms of their
disabilities, ethnic backgrounds and,
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family situations

(e.g. single parents, parents' ages, socioeconomic levels).
In addition, their diversity extended into their residential
environments from urban to rural settings. More specific
information about the characteristics of the. population
served are discussed under the section headings: Description
of Population and Geographical Location.
Another reason for choosing this El program was due to
the researcher's access to observe interactions between
staff and the families in the families' home settings. These
observations were important factors for the study. Many El
services are provided in the families's home including the
IFSP meetings. In addition, many times a researcher will
obtain a better understanding of the family's strengths and
needs if in-person contacts are conducted in the family's
own environment.
Dgsgrip,ti.on..of .Population
Early intervention programs within the Commonwealth
service families with children who have developmental delays
from birth - three years old. The term "developmental delay"
includes children who fall within three eligibility
categories:
3)

1) established 2) biological and

environmental risk. Established Risk are those children

with a developmental delay or at-risk of developmental delay
due to a diagnosed medical condition, e.g. Down Syndrome,
Cerebral Palsy, Spina Bifida. Biological risk describes
children with a documented history of prenatal, perinatal,
neonatal, or early developmental insults to the central

45

nervous system, e.g. pre-maturity, epilepsy, congenital
abnormalities. Environmental Risk involves the presence of
an environmental factor, or the symptoms of such factors
that may pose a serious threat to the child's development,
e.g.

inadequate health care, poor nutrition, exposure to

lead paint.
During the fiscal year of 1991 the Early Intervention
Database from the State Bureau of Parent, Child, &
Adolescent Health reported that this El program served 210
children. The majority of these children were Caucasian
(69.5%). The second highest race was Hispanic ( 23.8%) and
the third highest was Afro-American (3.8%). Most of these
children lived with both parents (63.8%). Twenty-six percent
lived with only their mother and 4.8% lived with a foster
parent. Over half (62.9%) of the mothers were homemakers and
over half (53.6%) of the fathers are employed full-time.
Accurate data regarding the families' annual income was
unavailable since about half (51.4%) of the families didn't
report this information.
Geographical Location
The El programs operate under the auspices of the
Department of Public Health (DPH). DPH is the lead agency
designated by the Commonwealth (according to the regulations
of P.L. 99-457) that coordinates and sets guidelines for
service delivery of young special needs children from birth
- three and their families.

The Department of Public Health

designates to all El programs specific cities and/or towns
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in which they are responsible for administering services to
eligible families. At three years of age responsibility for
the child*s educational program is transferred to the
Department of Education where the child*s local school
district administers special services,

if still warranted.

The El program in this study is responsible for
services in ten geographical locations. These locations
consist of two cities and eight towns within two counties
expanding over 322 square miles (1990 U.S. Census). The
majority of these places were originally settled during the
first half of the 18th Century. Many of these places began
as agricultural communities and in the 19th Century started
developing textile, grist, saw, and medal mills. Today,
several of the towns are residential communities surrounding
the two cities with some of the other towns situated in
rural areas of Massachusetts. The population varies among
the towns ranging from about 4500 persons to about 19,000
persons. The two cities have a population of about 44,000
and 57,000. Over 98% of the population in the towns (expect
for 96% in one town) are of the Caucasian race having
ancestors primarily from England, Ireland, France, Poland
and, Portugal. The two cities also have a majority of
Caucasian persons (73.1% and 95.4%) but a higher number of
other races (primarily of Hispanic and Afro-American origin)
and persons speaking a second language than the towns. For
example,

in one city persons of Hispanic origin consist of

31.1% of the total population and Afro-Americans consist of
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3.6% of the total population

(1990 U.S.

Census). The second

city has a population of Hispanic-origin of 3.6% and 1.8% of
Afro-Americans.
During 1991 this El program serviced from 1% - 3% of
the children from birth through three years old residing in
each of the ten geographical locations. The breakdown was
three towns @ 1%,
two towns)

@ 3%.

three towns @ 2% and four

(two cities and

Even though there are no incidence or

prevalence data available nationally for birth to three
years old,

reports state that these percentages of l%-3%

represent only a partial number of children eligible for El
services

(Meisels & Wasik,

1990). The Massachusetts

Department of Public Health suggests that between 4.3% and
5.5%,

or 11,610 to 14,850 of Massachusetts'

270,00 birth to

three year old child may be eligible under Part H. The State
DPH further assumes that no more than 80%,

or 9,288 to

11,880 will be receiving El services in any one year due to
variations in age of onset and diagnosis. Meisels & Wasik
(1990)

report that there are higher percentages of eligible
»

children than stated by the Massachusetts DPH depending on
how a state determines which children are identified at
risk,

e.g. by a single-source or multiple-source approaches.

A single-source approach relies on demographic or medical
variables
status)

(e.g.

socioeconomic status,

as chief indicators of risk,

age of parent, birth
or else the results of

a screening test are used to accomplish this purpose.
Multiple-source approaches utilize data from a number of
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sources,

often arranged in a weighted index,

to characterize

the population of at-risk children. This El program utilizes
a multiple-source approach.
Staff
The El Program staff includes a program director,
clinical coordinator/nurse,
worker,

four educators,

administrative assistant,

four teacher assistants,

speech/language pathologist,

social

a

and a physical therapist. There

has been little turn-over in the staff except for the social
worker,

physical therapist and speech/language pathologist

who have been there under three years. The majority of the
staff have been employed in the El program for over seven
years. Two of the staff members have been employed since the
inception of the El program in 1976 when the Massachusetts
Department of Mental Health shifted their priorities and
began working with disabled children from birth - three
years old.

Prior to 1976, Massachusetts implemented

Community Clinical Nursery Schools under the auspices of the
Department of Mental Health. These same two staff members
worked as teachers in these Community Clinical Nursery
Schools which provided services to disabled children from
three - seven years old. The Department of Education became
responsible for the special needs school age population with
the enactment of the Education for all Handicapped
Children's Act in 1976.
The staff all have at least the minimal certifications
mandated by the DPH in the New Early Intervention Standards
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of 1991. The teachers have a bachelors or masters in
education. The physical therapist and speech/language
pathologist are both certified by their respective
disciplines and licensed by the Board of Allied Health
Professions. The Clinical nurse has her Bachelors in
Nursing. The social worker has a Masters in Social Work and
is licensed by the Board of Registry for Social Work of the
Commonwealth of Massachusetts. The teacher assistants are
certified under the Office for Children regulations
(Department of Public Health - Early Intervention
Operational Standards,

1991)

Modes of Service Delivery
The staff services their clients primarily through a
center-based model with some home-based services.

In the

center-based model early intervention services are provided
to the children and their families at one of the El
program's three centers through playgroups. These playgroups
are held at these centers for a two and one/half hour
morning or afternoon session.

Families who are serviced at a

Center attend one or two sessions per week.

In a playgroup

about nine children are provided educational experiences
that promote developmental growth. These playgroups are
coordinated by an educator with the aide of teacher
assistants.

Children are either bussed in or brought by

their parents.

Some parents participate in the playgroups

and/or attend parent groups that are conducted by the social
worker. The physical therapist and the speech & language
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pathologist periodically provide direct services in the
playgroups and/or consultative services to parents and
staff.
The centers are community-based. One center is located
in a building that was previously an elementary school. The
building is now used for community services involving the
elderly, child daycare, and exercise classes. Another center
is located in the basement of a church. The third center is
in a public school building servicing preschool and
elementary age children.
The El Program is housed in another location besides
the three centers. This location consists of offices where
El staff complete written work, make phone calls, and hold
agency meetings.

The El program is part of a larger

nonprofit organization that administers community-based
services for "developmentally challenged and mentally
retarded citizens" in a part of the Commonwealth. Other
services within this organization includes family resource
services, adult community supports, residential services and
a temporary housing service. The El program shares this
office location with staff from these other services.
Funding for the El program comes from federal and state
monies as well as from insurance companies.
During the fiscal year of 1991 over half (57.1%) of the
families were referred for services to this El program
through hospital staff within the baby's first six months of
life (Dept.of Parent, Child, & Adolescent Health,
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1991).

Other referral sources included physicians, home health
servicescommunity service agencies, the State Department
of Social Services, and other El programs. Figure #2
outlines the El program procedures. After a family is
referred to the program a member(s)

of the El program*s

intake team conducts a developmental screening of the child
involving a standardized instrument and a family assessment
to determine if further services are warranted. The
screening is usually performed in the child's home. After
that home visit, the family may not receive further El
services if 1) the family denies services or 2) the staff
has determined that the child is developing normally and the
family doesn't require their services. If the family
continues with the El program an initial IFSP is developed
and an interim case manager is assigned to the family. The
case manager helps coordinate services for the family within
the El Program as well as assists with outside community
referrals that is considered pertinent to meeting the
family's needs. Interim case management is a method of
addressing special needs children and their families who are
waiting for further El services or who just require some
type of developmental monitoring. During developmental
monitoring the case manager provides consultative services
to the family and performs minimal direct treatment with the
child on a monthly basis. Other families may enter one of
the playgroups at the centers.
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El Program Procedures
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An assessment is conducted if further services are
warranted by a multidisciplinary team usually consisting of
an educator, social worker, nurse, and other disciplines as
needed such as physical therapist or speech/JLanguage
pathologist. Assessment of the child's perceptual/fine
motor, cognitive, gross motor, communication, self care, and
social development are included. A family assessment is also
conducted at this time. The writing of the IFSP follows the
assessment. Families are asked to complete a form entitled
"How Can We Help?"

(refer to Appendix C) and bring it with

them to the assessment meeting. The staff developed this
form to help families identify their strengths and needs and
how they would like the staff to assist them. Services
specified in P.L. 99-457 include:

a)

Family training,

counseling, and home visits? b) Special instruction? c)
Speech pathology and audiology? d) Occupational therapy and
physical therapy? e) Psychological services? f) Case
management services? g) Medical services only for diagnostic
or evaluation purposes? early identification, screening, and
assessment services? and h) Health services necessary to
enable the infant or toddler to benefit from the other El
services (Hutinger,

1988). Any of these services are

determined at the IFSP meeting. In a multidisciplinary team
approach professionals from several disciplines work
independently of each other in determining and implementing
the intervention activities (Fewell, 1983 cited in Woodruff
& McGonigel,

1988). For example, the educator uses an
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assessment instrument specifically designed to measure
cognitive functioning, while the physical therapist uses a
gross motor instrument to assess the level of motor
functioning. Upon completion of the assessments, each member
implements their respective intervention activities either
in the child’s home or during the playgroups at the centers.
Every three months the case manager reviews the IFSP with
the family to determine any changes in service delivery
within the document. And every six months the family is re¬
assessed by the multidisciplinary team (P.L.99-457).

Data Collection Procedures
Data collection occurred from an ethnographic
perspective over a nine month period averaging two - three
hours of contacts per week.

To understand the IFSP process,

the researcher conducted a descriptive study of the El
program’s ways of performing its functions. According to
Zaharlick and Green (1991), a descriptive study interprets
actions and interactions, accomplishing the involved tasks,
constructing the roles and relationships that exist within
the El program and learning the nature, range and role of
artifacts within the El program (e.g. correspondence to
parents, assessment instruments, documents)• Following five
families through the IFSP process (e.g. from the
child/family assessment to the IFSP meeting) allowed the
researcher to conduct a descriptive study.

This type of

data collection also gave the researcher a better

55

understanding of the experiences of families with young
special needs children.
Spradley's (1980) model for identifying the features
of a culture were used in this study as a point of entry and
a framework for observations and interview questions
regarding the IFSP process.

Spradley's model is based on

the assumption that actions of participants in a social
group are goal-directed and governed by socially constructed
norms and expectations. Below are the nine major features
that Spradley identifies existing in every social situation.
1.

Space:

the physical place or places

2.

Actor:

the people involved

3.

Activity:

a set of related acts people do

4.

Act:

single actions that people do

5.

Obj ect:

the physical things that are present

6.

Event:

a set of related activities that people carry
out

7.

Time:

the sequencing that takes place over time

8.

Goal:

the things people are trying to accomplish

9.

Feeling:

the emotions or reactions felt and expressed.

Researcher as a Participant Observer
Ethnography involves participation and observation;
therefore, the researcher acted in the role of a
"participant observer."

To take this role, she first

familiarized herself with the staff and various activities
of this early intervention program. For example, she was
present at some staff meetings, assisted staff by working
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*

with children in the playgroups,

observed family/child

assessments and.the writing of the IFSPs,

and reviewed

agency policies regarding the development of the IFSPs. This
familiarity period assisted the researcher in gaining a
better understanding of where to focus her observations as
well as giving the staff an opportunity for them to feel
comfortable in her presence.
After this "familiarity” period was achieved,

data were

collected primarily through observations recorded in field
notes and interviews.

Field notes were taken during and

directly after the researcher departed from activities such
as staff meetings, meetings between staff members and
families,

playgroups, home visits and assessments.

For

example,

after the researcher observed a child assessment

meeting,

she recorded information in another room or outside

of the building from where the child assessment meeting
occurred.
Informants
Informants is a term to describe the persons selected
to provide insights into the "culture" of the El program.
These persons are part of the El program and assist the
researcher in understanding the staff and family perceptions
of the IFSP.
of informants:

In this study,
families,

there were two different kinds

and professionals in the El

program.
Ten families who had requested services of the El
program participated in the study.

57

Five of these families

were followed during their contacts with the El staff (Refer
to Chapter 4 for the case studies of these five families).
The other five families were part of a focus interview
group.

These ten families had eleven children who were in

the El program.

One of these families had two children in

the program. The decision to serve specific families was
decided between the staff and the researcher. Many times,
these decisions were based on the timing of the family's
next IFSP meeting. Written consents were obtained by the
participating families. All the families signed consent
forms before participating in the study. The researcher read
and explained the consent forms to the families before their
signed.
Staff informants were persons employed by the El
Program who worked directly with these families. These
informants included the acting director,

four educators,

social worker, teacher assistants, physical therapist,
speech & language pathologist, nurse and business manager.
Interviews
Interviews regarding the IFSP process and its
implementation were held with the involved families and
staff during home and agency visits. Some of these
interviews involved a general interview guide approach
(Patton,

1980)• This approach involves outlining a set of

issues that are to be explored with each participant before
interviewing begins. In this format, the interview is
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focused; yet,

individual perspectives and experiences are

allowed to emerge

(Patton,

1980).

In addition to the general guide approach,
many unstructured,

there were

spontaneous conversations, that arose

periodically between the researcher and staff members in
situations such as before and after IFSP meetings and in the
car to and from home visits.

Patton describes these

conversations as the "informal conversational interview."
This type of interview is a major tool used in combination
with participant observation "to permit the evaluator who is
participating in some programmatic activity to understand
other participants'

reactions to what is happening"(p.199).

These interviews were recorded through field notes taken
during or directly after the interview.
Questions
Questions the researcher asked the staff and families
during these interviews involved an interactive-reactive
approach.

In this approach, the researcher entered the

research setting (i.e. the El program) with a plan for
studying the families and staff. This plan can be influenced
by the local conditions of the setting,
interpretations of the IFSP process
1991); therefore,

and staff and family

(Zaharlick & Green,

some of the initial questions were refined

and new questions identified during the study.

Some of the

initial questions asked are in appendices C & D.
At least two formal interviews,

each lasting for about

45 minutes, were held with specific staff members. These
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interviews were with the social worker,
the acting director.

Many informal

three educators,

and

interviews were

conducted with these staff persons as well as with the
teacher assistants,

physical therapist and speech and

language pathologist.
The families were interviewed at least twice during the
study.

One formal

interview occurred for about 60 minutes

within three weeks after the IFSP meeting.

The second

interview occurred either at the toddler center,
physical therapy session,
assessment meeting.

during a

or before or after the child

At first,

the researcher wanted to

interview all the families in their homes.

She felt that the

families would be more comfortable sharing information in
their own homes.

Also,

the researcher could learn more about

the family in their own surroundings.

For example,

during

one home visit a mother shared a family album with the
researcher.

In the album were pictures of her daughter

before she became ill.

Looking at the album with this mother

seemed to assist in developing a conversation with her that
encouraged her to talk about the family's services in the El
program.

Home visits were conducted with all

for one.

In this particular situation,

families except

the mother was

hesitant to have the researcher in her home because the
father was unhappy with the mother's involvement in the El
program.

This was important information because it raised

many family and cultural

issues that affected the care of

their severely disabled child.
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Recordings
Audiotape recordings were used during formal

interviews

with families and staff and for the IFSP meeting when there
was consent from all

involved parties.

Patton

(1980)

explains that tape recordings can be more effective than
fieldnotes in recording data accurately since poor memory
and/or misinterpretation can be involved in the recording of
fieldnotes.

Furthermore,

the data for this study didn't come

from a question/answer format but from hearing the "stories"
of all the involved participants.

As a researcher,

too difficult to capture in only fieldnotes.

this was

One

disadvantage of audiotape recordings is that they don't pick
up the important nonverbal gestures such as frowns,
arm gestures,
therefore,

other persons entering the room,

when possible,

smiles,

etc?

the researcher tape recorded and

took fieldnotes of the same event(s).
The Focus Group Interview
A focus group interview is a qualitative research
technique used to obtain data about feelings and opinions of
small groups of participants about a given problem,
experience or other phenomenon

(Basch,

1987).

The idea of

people coming together with a common experience can promote
self-disclosure and allows for group interaction and greater
insight into why certain opinions are held

(Krueger,

1988).

Findings from the focus group were incorporated into the
broader data analysis described in Chapter four.
addition,

In

these findings from the focus group validated
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other research techniques used in the study as well as
clarified the meanings of certain aspects of the IFSP.
The focus group interview was utilized with families
who were part of the El program’s Parent Advisory Council
(PAC).

The PAC is an organization composed of parents or

primary caregivers of children who are receiving early
intervention or who have received these services.

Part of

the PAC's ’’Mission Statement" describes the Council as
enhancing and promoting the partnership between parents and
El staff.

Some of their roles are to advise the El program

in regards to policy and procedures and to support
fundraising activities.

This study seemed appropriate to

this PAC since the topic of IFSPs involved El procedures.
The acting director of the El program introduced the
researcher to the PAC at their first meeting in the fall.
There had been no meetings during the summer.
meeting,

At this

the researcher had an opportunity to meet with some

of the parents and explain the study and her intentions of
the focus group for the next PAC meeting.
a month.

Before the next meeting,

The PAC meets once

the acting director sent

out a notice about the upcoming meeting with information
about the study.

The researcher followed up this notice with

a phone call to all persons on the PAC.

The purpose of this

phone call was to introduce the researcher to the parents
she hadn't met and to answer any of their questions they
might have about the study.

The researcher had a list of

families who were part of the PAC.
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About half of these

14

families no longer had children in the El program. These
children were over three years old and in preschool programs
within the public schools. Many of these families no longer
wanted to be part of the PAC with this El program and had
joined the PAC in their public schools.

Six mothers and the

acting El director attended the PAC meeting.

Brief

descriptions of these families are provided in the appendix.
One of the mothers present had never experienced an IFSP so
her responses were not used in the analysis. Her child had
been out of the program for about a year, but she enjoyed
attending these PAC meetings.

One of the other mothers was

part of the five families who this researcher was following
through the program. Originally,

the researcher didn*t want

families who she was following through the program as part
of the focus group because one of the reasons for using this
research technique was to enable the researcher to study a
broader sample of families in the El program. However,

that

purpose was still realized with the other four mothers and
it also provided the researcher with an opportunity to know
this mother who she was also following in the study on
another level. Questions for the focus group were piloted
with two mothers. One of these mothers was part of this El
program but who wasn't part of the study. Another mother was
from another El program.
The researcher of this study brought another researcher
to this meeting. Having two persons at this meeting enabled
one researcher to record through field notes gestures and
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other forms of nonverbal communication of the mothers and
the other researcher to conduct the focus group and be more
attentive to the mothers'

remarks. This meeting was tape

recorded. The focus group lasted for about two hours.
Trianaulation
Patton (1980)

describes triangulation as a combination

of data sources and/or multiple methods to study the same
phenomena or program(s).

Denzin explains that the logic of

triangulation is based on the premise that
no single method ever adequately solves the
problem of rival causal factor...Because each
method reveals different aspects of empirical
reality, multiple methods of observation must be
employed. This is termed triangulation (Denzin,
1978, p.28).
Triangulation occurred on two levels in this study, using
various data sources and multiple methods.

Data sources

consisted of those participants directly involved in the El
setting,

i.e.,

the El staff and families in the El program.

Another data source included some of the artifacts,

e.g.

forms within the El program. The IFSP process was viewed
through these different perspectives. Researcher
interpretations of data were verified with the informants,
e.g.,

staff and families. Triangulation contributes to

verification and validation of the data.

By using all three

data sources the researcher was able to study and compare
the perspectives of both the families and professionals of
the IFSP process.
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In addition to triangulating data sources,
methodological triangulation was employed.

In this study,

multiple methods such as participant observation,
(e.g.,

formal,

methods

informal and focused)

(e.g.,

information)
questions.

IFSP documents,

interviews

and artifact collection

child assessments,

referral

were combined in investigating research
Using multiple methodologies enabled the

researcher to compare and cross-check consistency of the
collected data.

Table #1 outlines the components of data

collection.
Data Analysis Strategies
Raw data obtained from the preceding data collection
techniques were transcribed from recorded interviews,
recorded in fieldnotes,
meaning.

and analyzed for patterns of

This section describes methods used to analyze the

data for patterns of meaning.

Patterns were identified

through several analytic procedures:
and Taxonomic Analysis,

(b)

(a)

Creating a Domain

Ernie and Etic Perspectives,

(c)

Comparative Perspective.
Spradley

(1980)

defines a pattern as a statement of the

relationship among features within and across social
contexts.

One of these procedures involves creating a

cultural domain analysis

(Spradley,

1980) . A cultural domain

is a category of cultural meaning that includes other
smaller categories. These broad and narrow categories are
constructed from the descriptive data with semantic
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Table 1
Data Collection

Data gathered

Data Sources

1. Participant
Observations of:

1.

a) IFSP Meetings

Strategies

El Staff

1.

2. Participating
families

b)

Staff Meetings

a)

Individual
families

c)

Child Assessment
Meetings

b)

Focus group
families

Fieldnotes

2. Audiotapes

3. Artifacts
d)

Toddler Groups
a)

IFSP documents

e)

Therapy Sessions

b)

Child Assessment
Write-ups

f)

Screening Meetings

c)

"How Can We Help?"
Form

2•

Individual Interviews

3.

Focus Group

4,

Artifacts:
a)

IFSP documents

b)

Child Assessment
Write-ups

c)

"How Can We Help?"
Forms

relationships that link the two categories.

He designates

the two types of categories with "X" for the narrow category
and "Y" for the broader category.

Below is this model that

was used in developing categories from the data.
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.

1

Strict inclusion : X is a kind of Y
(kinds of actors, activities, events, objects,
relationship, goals and time)
e.g., a. The IFSP (X) is a kind of relationship between
parents and staff (Y) 7 b. The IFSP (X) is a kind of
direction for El staff (Y)

2.

Spatial: X is a part of Y
(parts of activities, places, events, objects)
e.g., a. Child Assessment meeting (X) is part of the
IFSP (Y)? b. Determining family strengths and needs (X)
is part of the IFSP (Y)

3.

Rationale: X is a reason for doing Y
(reasons for actions, carrying out activities, staging
events, feelings, using objects, arranging space,
seeking goals)
e.g., a. Developing goals (X) is a reason for doing the
IFSP (Y)? b. Determining El services (X) is a reason
for doing Y

4.

Location for action: X is a place for doing Y
(places for activities, where people act, where events
are held, for objects, and for seeking goals)
e.g., a. The family's home (X) is a place for doing the
IFSP meeting (Y)7 b. The toddler center (X) is a place
for doing the IFSP meeting (Y)

5.

Function: X is used for Y
uses for objects, events, acts, activities, places
e.g., a. Child assessment instruments (X) are used for
the IFSP (Y)7 b. Parents completing the "How We Can
Help Form" (X) is used for the IFSP (Y)

6.

Means-end: X is a way to do Y
(ways to organize space, to act, to stage events, to
become actors, to acquire information
e.g., a. The "How Can We Help Form" (X) is a way to
gather parent input for the IFSP (Y)7 b. staff asking
parents questions regarding goals for their child and
themselves (X) is a way to gather parent input for the
IFSP (Y)

7.

Sequence: X is a step (stage) in Y
steps for achieving goals, in an act, in an event, in
an activity, in becoming an actor
e.g., a. The child assessment (X) is a stage in the
IFSP (Y)7 b. Signatures of parent(s) and staff on the
IFSP (X) is a stage in the IFSP (Y)

8.

Attribution: X is an attribute of Y (characteristic)
characteristics of objects, places, time, actors,
activities, events.
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e.g., a. Identifying family strengths and needs (X) is
an attribute of the IFSP (Y); b. Parent input (X) is an
attribute of the IFSP (Y)
9.

Cause-effect: X is a result of Y
results of activities, acts, events, feelings
e.g., a. Physical therapy services (X) is a result of
the IFSP (Y); b. The toddler group (X) is a result of
the IFSP (Y)

From these domain analyses a taxonomy

(Spradley,

1980)

is

constructed that provides a more in-depth investigation into
the data collection.

Like a domain analysis,

a taxonomy is a

set of categories organized on the basis of a single
semantic relationship; however,

a taxonomy exhibits more of

the relationships among the things, inside the domain
(Spradley,

1980).

Figure 3 highlights some of the

relationships connected with the third research question of
this study. This research question explores the different
types of parent/professional relationships within the IFSP
process.

Patterns and themes emerge after creating

taxonomies from the data.
Etic and Emic Perspectives
These categories were derived from both etic and emic
perspectives. The etic perspective comes from outside the
system being studied. This approach to research derives its
constructs from scientific theories external to the
phenomena and previous to the researcher's investigation
(Sevigny,

1981)•

Some of the etic categories the researcher

explored were from theories or past research that were
encompassed in the intent of P.

L.

99-457. These categories

related to professionals practicing a family-focused
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approach versus child-focused approach to early
intervention,

socio-ecological theories of child development

such as from Bronfenbrenner (1979)

and Hobbs

(1984)? and

relationships between parents and professionals. The emic
approach is concerned with the study of behavior from the
perspective of the participants

(Sevigny,

1981). The emic

categories in this study reflected the meanings or
perceptions El staff and families participating in the El
program attributed to the IFSP process. There were many
cases of overlap between the etic and emic perspectives
throughout the study.

For example,

the researcher explored

one of the intents of the IFSP (family-focused)

by asking

both staff and families various questions that would
identify their perceptions of the IFSP process as more child
or family-focused.
Comparative Perspective
Data analysis in ethnography utilizes comparisons
(Zaharlick & Green,

1991). The researcher was constantly

comparing what she was observing and identifying in one
situation with other similar situations within and across
settings in the El program. This part of the analysis was
important in order to identify and explain the "cultural
beliefs and practices”
the El program.

(Zaharlick & Green,

1991, p.

207)

of

One comparison in this study involved the

staff perceptions between IEPs with IFSPs. All the El staff
had written IEPs in the program and were now writing IFSPs.
This type of comparison couldn*t be made with the families
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in the study. All of the families that were in the study all
entered the program after the staff stopped using IEPs
except for two families who were in the focus group.
Comparisons were made of the categories developed from the
data between staff and family perceptions such as staff
versus family roles in the IFSP process. Another comparison
included procedures within the El program such as the child
assessment meeting with the IFSP meeting.

Chapter four

provides a detailed analysis of some of these comparisons
from the categories.
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CHAPTER IV

RESULTS

The first part of this chapter provides" case studies of
the five families. These studies relate information about
the children's developmental delays,

family backgrounds and

some of the specific services they have received from the El
program. Table 2 displays some brief information about the
families described in the case studies and the families who
participated in the focus group.
The second part of this chapter discusses the data
analysis and results of this study.

Data analysis began by

developing broad categories from both family and El staff
perceptions of the IFSP. These categories were developed
from interviews with staff and families,

observations of

interactions between staff and families such as screening
visits, physical therapy sessions,
meetings,

IFSP meetings,

toddler groups,

as child assessment write-ups,
IFSP documents.

child assessment
and artifacts such

"How Can We Help?" forms and

The broad categories for family perceptions

and staff perceptions of the IFSP are listed in Table 3.
These categories were then broken down into smaller
categories according to Spradley's
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(1980)

domain analysis.
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Table 3
Broad Categories for Family and Professional Perceptions
of the IFSP

Staff perceptions

Family Perceptions

1.

Goals/Obj ectives

1.

Goals/Obj ectives

2.

Process

2.

Description of the
IFSP

3.

Partnership

3.

Family & Staff
Relationships

4.

Staff's Role in
Developing the IFSP

4.

Staff's Role in
Developing the
IFSP

5.

Barriers Within
the IFSP Process

5.

Family's Role in
Developing the
IFSP

6.

The IFSP as a
Functional Tool

6.

The IFSP as a
Functional Tool

7.

Child/Family
Strengths & Needs

7.

Child/Family
Strengths & Needs

8.

Family's Reaction
to the IFSP

8.

Staff's Reaction
to the IFSP

9.

Child Assessment versus
IFSP

9.

Child Assessment
versus IFSP

10.

Important Aspects of
the IFSP

10.

Important Aspects
of the IFSP

Case Studv #1 - Sue and Mike Vicks
DeveloDmental History - Sue Vicks
Sue had been developing within normal limits until she
was about six months old. At that time,

Sue experienced what

mother described as a 24 hour seizure. This was followed by
Sue's hospitalization where medication was administered and

75

a series of tests were performed which revealed a diagnosis
of glutonic acedonatype II. This is a progressive
degenerative neurological disease which appears to cause a
loss of developmental milestones and an increase in
seizures.

Doctors have reported to parents that the

prognosis is poor and that most children die within the
first few years of life.

Parents haven*t been pleased with

Sue's medical care and express a desire to receive a second
opinion at another hospital but have yet to follow through.
At Sue's last assessment she was 14 months old and was
exhibiting delays in all areas.
movements.

She has random,

She has bobbing head control,

"squirms" in

attempts to move on her belly and back and,
belly to back.

nonvoluntary

rolls from her

She has been hospitalized a total of three

times. The last time occurred during this study where she
was hospitalized for one and one/half weeks due to a lack of
weight gain.

Sue has difficulty keeping any food in her

stomach. The doctors are recommending insertion of a feeding
tube for Sue but mother is resisting their recommendation.
Developmental History - Mike Vicks
When Mike was first assessed by this El team at 24
months he was developing normally except for some minor
orthopedic concerns regarding his feet and a leg length
discrepancy which resulted in a limp at times when he ran.
At Mike's last assessment when he was 33 months old,
developmental areas were age appropriate.
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all his

Family., gackgrounfl

The Vicks family consists of mother - 23 years old,
father - 34 years old and 2 children,
Mike

(b/d 1/5/89).

Sue

(b/d 8-21-90)

and

Father receives disability insurance due

to back problems and mother is a homemaker.

Parents have

been married for about three years.
Both children had been in foster care for about three
months due to alleged abuse and neglect by their parents.
Sue was in foster care from almost several weeks old - 3
months old and Mike was there from 20-23 months old. The
Vicks family is currently involved with protective services
of the State Department of Social Service. There is a
caseworker through protective services who monitors the
parents*

care of the children and provides needed services

to them.

Both parents are quite bitter their children were

placed in foster care. They feel they have been unfairly
treated and that certain circumstances occurred
precipitating their childrens*

removal that were beyond

their control.
Early Intervention Services
The family was referred by another El program where
they had been previously residing due to the children's "at
risk" condition. Only monitoring services were first
recommended from this El program since both children were
developing within normal limits.

Since Sue's diagnosis, the

family receives direct therapy services.
receives physical therapy twice per week.
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For example,

Sue

Sue attends the

toddler group for stimulation twice a week. Mother receives
social work services through attendance in a parent group
once a week and also in her home on a monthly basis by the
social worker.

The El staff have tried to include father in

the social work services but he has been resistant,
far,

thus

to these services. The family has had difficulty

following through on some of the El services.

For

consecutive four weeks Sue wasn't attending the toddler
group and mother wasn't attending the parent group. Mother
reported to staff that she was oversleeping.

Parents report

that her children weren't going to sleep until midnight. The
family hasn't had a phone in their apartment for some time
and they are dependent on a relative who lives a few
apartments from them to deliver phone messages. There have
been several times where appointments have been made for
staff to make home visits for service and no one was home.
Mike has primarily been receiving monitoring services
from the El program.
per week.

He attends a daycare center five days

This service was strongly encouraged by the

Department of Social Services for respite services for
parents and stimulation of Mike's development. The El staff
would like to see a better relationship established between
Mike's parents and the daycare center.

Parents have not been

in favor of his daycare placement. They express their
dislike of the daycare staff and the care he's receiving
there.

Furthermore,

they are scared Mike will be taken away

from them again while he is at the daycare center.
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case study #2 - Kate Turner

Developmental History
Kate Turner is a Caucasian girl who was developing
normally until she was 15 months of age. At 15 months old
she was pulling herself to a standing position,
using some single words.

crawling and

Parents were only slightly

concerned that she was not walking yet. Regression in some
of her development began when she started losing her balance
while she was standing and crawling. Medical tests revealed
a diagnosis of infantile bilateral striatal necrosis? a
metabolic disorder involving the mitochondrial cells in the
basal ganglia in the brain.
Kate's strengths are in her social and cognitive
development.

She is an extremely social girl described as

having a "magnetic personality and a beautiful smile." She
exhibits age appropriate social skills and enjoy peer
interactions. Her attention span is good for problem-solving
activities and she is very persistent in trying to complete
tasks. The area that she has regressed most appears to be in
her gross motor development. Rolling has been her primary
means of mobility.
support.

She attempts to crawl and sits with

She exhibits a lot of random nonvoluntary movement

which inhibits her from doing more in her motor area. Kate
has difficulty producing speech sounds due to her severely
impaired oral/motor abilities. She is able to produce 3-5
one-word approximations.
For example,

She uses gestures to communicate.

she reaches to request something and pushes
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objects away to reject.

During Kate's two year assessment,

parents were exploring the use of augmentative communication
to develop her communication skills.
Family Background
Kate lives with her parents.

She is their only child.

Parents have been married for about 15 years. This family is
one of the few upper socio-economic families
over $75,000)

(income level

receiving services in this El program.

Both

parents are in their late thirties and have completed at
least four years of college. Mother is a registered nurse
who is presently a homemaker.
business.

Father works in a family

Both parents have extended family in the area who

are described by Kate's mother as being very supportive and
concerned about Kate's illness. Mother presents herself as a
very energetic and tireless woman.
organizer and very task-oriented.

She seems to be an
She had recently organized

a class reunion. Their house is filled with lots of brand
new toys and adaptive equipment for Kate. Mother spends a
great deal of time finding this adaptive equipment and
purchasing it at big discount prices.
equipment includes a chair,

rocker,

Some of this adaptive

table, utensils,

and

toys.
Kate's health became worse at about two months after
her two-year assessment.

She was hospitalized during two

periods of time due to dehydration and loss of weight.
During the last time I saw her she was at home being tubefed through her nose.

Parents were both experiencing a lot
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of stress due to Kate's demands. She needed to be monitored
24 hours per day due to her feeding tube and other health
concerns.

She cried when she was left to play alone and

usually just felt content in her mother's arjns. The family
qualifies for financial assistance through a health program
so they have arranged for home nursing services during the
nighttime hours. Mother has also been trying to arrange
respite care so she and her husband could have some time out
alone. This has not been easy to arrange due to Kate's
needs. Mother expressed grave concern about Kate's prognosis
possibly being a degenerative disease and that perhaps she
needs to change her expectations about Kate's potential
abilities.
Early Intervention Services
The family was referred for early intervention services
by Kate's primary physician when Kate was first diagnosed
with the metabolic disorder at 15 months old. Since their
referral the family has received a screening meeting,

two

child assessments and two IFSP meetings by the El staff.
The family currently receives the following El services:
a)

physical therapy one-two times a week at home or the

toddler center b)

speech services once a week at home or the

toddler center c)

social work services through the parenting

group once a week and with both parents at home once a month
and,

d)

developmental intervention in the toddler group

twice a week.
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Case Study #3 - Alicia Souza
Developmental History
Alicia is diagnosed with lissencephaly syndrome which
involves an abnormal development of the brain. Mother had
three miscarriages before Alicia was born.

She also had

complications during her pregnancy with Alicia and was
informed that the baby would have some type of deformities.
During Alicia's most current child assessment her
chronological age was 21 months old and she was functioning
in all developmental areas from birth to a two month old
level.
center.

She is reported to have some awareness of the toddler
She shows some facial expressions but not on a

consistent basis. At times,
side.

she turns her head from side-to-

Flexibility is limited in several joints.

tone fluctuates from high to low tone.

Muscle

She will keep a toy

in her hand but it's uncertain whether this is due to a
grasp reflex or voluntary motion. Occasionally Alicia seems
to focus on an object or face momentarily. She makes some
soft cooing sounds when someone is working with her on
relaxation or motor positions. A hearing test revealed
"normal" hearing and a vision test determined that she was
nearsighted.

She has seizure activity which is treated with

medication. A feeding tube was inserted about 5 months ago.
Her physical appearance appears larger than a 21 month old.
Her mother reports that she weighs about 40 lbs.

Mother has

received a poor prognosis from the medical community about
any improvement in Alice's development.
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Family Background
Alicia lives with both of her parents who are
originally from Portugal. Mother has been living in the
United States since she was about 10 years old.

Father moved

to the States about 15 years ago when they were just
married. They have extended family in the area.

Father works

full-time and mother left her job as a waitress during her
pregnancy and hasn't returned to work. Alicia is their only
child. Mother is in her early forties.
friendly woman,

She is an extremely

easy to talk with and shares her feelings

easily about having a disabled child. One of the staff
members describes her as "wearing her feelings on her
sleeve."

She relates that she is still trying to adapt to

Alice's condition. At times she gets overwhelmed and feels
pressured due to the demands placed on her by Alicia's needs
and her husband's response to Alice's care.

I never met

Alicia's father and neither have most of the other staff
members. He appears to be against the services the family
receives from the El program, medical community,

and other

outside agencies. The physical therapist related that one
day she was at the house administering therapy to Alicia
while father arrived at home. He wouldn't enter the house
while the physical therapist was there but stayed outside
for over an hour until the physical therapist left. Mother
relates that he feels doctors don't help you medically but
only "want your money"• Mother does support her husband's
viewpoint to an extent but she also adds "Thank God there is
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doctors to help us."

In addition, her husband doesn't

think mother really needs social work services. He believes
people resolve their own problems. Mother wants to do
everything possible to try to help Alicia for fear that "if
I don't do it.

I'll be kicking myself for not doing it."

Issues around treating and raising Alicia has created
tension within the marriage.
Early Intervention Services
The Souza family was referred to the El program when
Alicia was one month old from the neonatal discharge team of
a local hospital where she spent two and one-half weeks
after birth due to neonatal complications. The Souza family
receives the following El services. Mother receives social
work services through attendance in the parent group once a
week and individually in her home once a month. Alicia
attends the toddler group for developmental stimulation
while mother attends the parent group. Alicia also receives
physical therapy twice a week; once within the toddler group
and once individually at home or at the toddler center.

The

family recently has begun receiving home nursing services
through a health agency several times a week.

The funding

for these nursing services came from financial assistance
program. The nurse who is assigned to the Souza family has
attended the toddler center several times. The El staff
(educator,
worker)

teacher aides, physical therapist and social

incorporate her into the developmental stimulation

program for Alicia and the other children.
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For example,

the

physical therapist will demonstrate to the nurse ways to
position and move Alicia.

The nurse has provided services

to mother as well as to Alicia.

For example,

the nurse has

taken mother shopping several times since mother doesn't
drive and it is difficult for her to leave Alicia. Also,

at

the toddler center the nurse was observed completing some
forms for mother.
Mother states that most of the goals she writes on the
IFSP for Alicia are more of mother's wishes than realistic
goals.

For example,

she truly hopes Alicia will someday

walk and be able to talk but at this point she looks to a
"miracle from God" to make this happen.

Case Study #4 - Dick Foon
Developmental History
Dick is a Caucasian male who has a diagnosis of Downs
Syndrome. At his last child assessment meeting he was 16 and
1/2 months old.

Dick's health has been good except for fluid

in his middle ear that his pediatrician has been unable to
be correct with medication. Audiologicals reveal some
abnormality.

Dick has been referred to an ear,

nose & throat

doctor to pursue the problem. His parents and El staff
describe Dick as a very happy child.
times I met Dick,

During the several

I was impressed by his easy-going

personality and ability to keep himself occupied in
constructive play for long periods of time
hours)

without the assistance of others.
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(from one to two
Parents are

concerned that at 16 and 1/2 months old Dick isn't yet
walking. He crawls and gets himself to a standing position
and takes some steps with support.

Mother is also concerned

about his lack of progress with his expressive
communication. He babbles and is starting to approximate
words such as Mni" for nice and "ba" for ball. Tests
indicate his communication skills are emerging at 16 months.

Family. BackqrQVind
Dick lives with his parents and older brother Jack who
attends kindergarten at a neighborhood public school. Mother
is a homemaker and father works as a construction worker on
a seasonal basis. He is currently laid off but has been
informed by his boss that he'll be returning to work soon.
Both parents are in their mid-twenties. Their income level
is reported between $10,000 - $19,999. Mother completed high
school and father left school at 16 years old. Mother shares
that father is conscious of his handwriting and spelling.
She completes all his forms. He now wishes he had finished
high school and plans to make sure Jack gets his high school
diploma. Mother is pregnant with their third child. At the
time of Dick's last child assessment
old)

(at 16 and 1/2 months

she was due to deliver in about two months.

Due to

Dick's diagnosis of Downs Syndrome, mother has had
amniocentesis, ultrasounds,

and stress tests. These tests

except for one stress test indicate that this child has no
abnormalities or complications,

so far. One of her last

stress tests indicated some concern and she was referred for
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further testing.

Those results indicated no problems but

only that she was going to have a big baby.

Mother describes

being nervous at times waiting for the results of these
tests.
The family plans to send Jack to a Catholic School next
year.

Mother went to Catholic schools and thinks she

received a good education from these schools.
planning to keep Jack in public school

She was

if he and Dick would

be attending the same school when Dick turns three.
this doesn*t seem to be the case.

However,

Their public school

district services their preschool population in a separate
building from elementary-age children.
Both parents appear to have adapted to Dick's
diagnosis of Downs Syndrome.

The maternal grandmother and

sister-in-law who live in the area appear to be supportive
of Dick and his family.

Mother relates that when she first

learned of Dick's syndrome she read everything she could
about Downs Syndrome.
Early Intervention Services
Dick has been in the El program since he was a month
old.

The family was referred to the program by the hospital

staff.

Dick has been receiving physical therapy services

from El since he entered the program.

The physical therapist

isn't concerned like mother about his gross motor
development?

e.g.,

Dick is not yet walking.

The physical

therapist relates he should be walking very shortly and she
has even suggested decreasing her direct services to Dick
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from twice to once a week. Mother is also concerned about
Dick*s expressive language but the educator who also acts as
the case manager for the family thinks his communication
skills are developing normally? however,

she, offered mother

the option to have Dick seen by the speech and language
pathologist. Mother decided to wait awhile before pursuing
other types of communication intervention. Mother also
receives supportive services from the El social worker on a
monthly basis. The El staff have expressed pleasure working
with this family because the parents are so conscientious
about following through on the staff's suggestions to
stimulate Dick's development. Mother, particularly, has
followed through on all the IFSP goals.

Dick will soon be 18

months old and will then be eligible to attend the toddler
center for 2 and 1/2 hour sessions twice per week. When the
toddler center was first raised to the family they were
against the idea. However, with the arrival of the new baby
they think it might be beneficial for Dick and are willing
to try him in the toddler group.

Case Study #5 - Mickey Grabinskv
Developmental History
Mickey's perinatal history is unremarkable. He has
been diagnosed with asthma and uses an updraft machine to
relieve respiratory symptoms. He is a friendly child. Mother
describes him as having a "sunshine attitude". Although he
smiles a lot the staff also relate that he exhibits
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“watchful and cautious behavior" until he knows his
environment. At a chronological age of 28 months, his
overall skills are within the 24-27 month range. Mickey will
share play space with his peers and at the same time will
get into a tugging match to claim a toy as his own. He shows
some developmental lag in that he hasn't moved into more
symbolic play using legos, blocks or other open-ended
materials.
Mother is primarily concerned about Mickey*s expressive
language.

She wrote on the "How Can We Help?" form that "He

says more words but I would like them to be clearer."

He

appears to express more words at home than at the toddler
group.
Family Background
Mickey lives with both his parents, Greta and Ed and
three siblings.

Ed is currently not working and receives

Workman*s Compensation benefits for a job-related accident.
Mother is usually a homemaker but due to her husband*s
disability she works at a factory from 7 am - 3:45 pm
weekdays performing assembly work. The family's first
language is Polish.

Both parents also speak English. Mother

is about 30 years old and father is in his forties. The
family income has been reported between $10,000 and $19,999.
Mickey is about 2 and one/half years old. He is the
youngest of the four children,

Daniel - 7 years old, Jim -

six years old who receives speech and language services,
Shelly - 5 years old who attends a Headstart Program. The
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and

two boys attend a parochial school in the neighborhood.
There appears to be an extended family in the area.

During

one of the researcher's home visits Greta's sister-in-law as
well as one of the Greta's sisters and her child were
visiting. The sister-in-law only spoke Polish. Mother
appears to take primary care of the children such as
arranging and taking the children to their medical
appointments.

She meets mostly with the El staff and

stimulates her children's development.

She remarks that

she's not the type of mother who just looks at their
childrens'

report cards but also works with her children,

as

well.
Mother expresses her uncertainty about Mickey's delayed
development.

She relates:

I don't know if he's delayed or just talks when he
wants to. I was told that I had a cousin who
didn't talk until he was three and now he talks
all the time. Being delayed is like on a more
grander scale. I think he just has his own
schedule of doing things.
Mother also may be comparing Mickey's delayed development to
her older brother's development. Mother has an older brother
who was institutionalized at about five years old. He
currently lives in a group home about 45 minutes from
mother's house.
Early Intervention Services
The family was referred for early intervention services
by the Visiting Nurses Association when Mickey was about
eight months old.

During the El screening his development
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was age appropriate and only monitoring services were
recommended by the team. About a year later, Mickey
demonstrated delays in his overall development and home
services were initiated where the educator visited the
*

family once per month to assist in stimulating Mickey's
development. Regular home services have since been
mi*

terminated and Mickey has been attending a toddler group
twice a week for the past four months.
During his last IFSP meeting the educator discussed
Mickey's transition from the El program to preschool. The
educator wants to refer him to the special education
department within the public school for possible services in
their integrated preschool setting.
about this referral.

Mother is hesitant

She would like him to attend Headstart

instead of a special needs program but Headstart only
services children who are four years old and Mickey would
only be three. Mother shared with the researcher her
hesitancy about the special needs program. She recalls her
perceptions of special classes when she was attending
school•
I didn't want them to put him in a program that I
didn't have control on. I'd get "roped" into their
school. When I started going to school they
started having special classes. I'm scared he'd be
put into that program. I'd be locked into
something". I wanted to have control.

Locus of Decision Making
This part of the chapter provides an analysis of each
category developed from the data including comparative
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perspectives between staff and family of the IFSP process.
The analysis is.divided according to the three broad
research questions in the study. Tables displaying some of
the categories accompanies two of the research questions.
The first category,

locus of decision making,

captured

information on how goals were designed, what roles each
participant played while they are developed,
participant considered adequate.

and what each

In the second category the

interviews were sorted into perceptions about how the
families and staff differed or agreed about the IFSP being
family-focused or child-focused.

A third category explained

the family and staff perceptions of how the IFSP plan and
development process influenced their relationships.

Each

broad research question within each category is underlined
and then followed by more specific questions. The data
supporting the categories include multiple examples and
comments.
used:
FG:
S:

F:

In these examples the following abbreviations are
a family who was followed during the El program?

a family who participated in the focus group,

and

sta ff member•
The first research question:

1.0 What are the

perceptions about decision making when the plan is
developed?
1.1

Who developed these goals?

1.2

What is the staffs '/faiQi.id.es *

role in developing the

IFSP goals?
1.3

Where is the parent input on the IFSP document?
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1.4

Do staff/families think other goals than the goals
written on.the IFSP should be on the plan?

Goal Development
One way to determine goal development was to ask the
families and staff who generated the IFSP goals. As shown in
Table 4,

all families named themselves or a combination of

family and staff who developed these goals. The families
explained these perceptions in the following ways.
FI: I came up with the goals. I'm the one. Those
are goals I wanted for myself and for my daughter.
F2: I usually do, don't I? I think that's
something they (staff) leave up to me. They
(staff) may suggest things but I think I actually
set the goals.
F3 (FG): It was a joint thing. She asked me things
and then we kind of just talked about it and came
up with something to put down.
Staff were more likely to express their responsibility
for how goals were generated and how they were adapted
during the IFSP process.

Following are some quotes staff

shared with the researcher.
SI: I think most staff go into the meeting with
the family with the feeling that I have some goals
in mind but I'm gonna sit with the family and talk
about what they see as the major things they need
to work on or we need to work on
S2: Staff now has to adjust. You have to be more
spontaneous - shift gears - adaptable- You have
some idea of what the goals are but you need to
wait and see what the family says.
Staff as Professionals
Eliciting information from parents was only part of the
staff's role in developing the IFSP.
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#4 staff and family stated that part of the staff*s role
included providing professional judgment related to child
development, mainstreaming the disabled child,

and community

resources.
SI: We come with the clinical
S2: We help parents understand ages and stages of the
child
S3: Get parents aware of issues, meaning social,
educational development and community resources
S4: (This staff member is sharing information about a
child who has difficulty tolerating certain types of
tactile stimulation, e.g., intolerant of toothbrushing
and nailcutting.)
We want to normalize this mother as
much as possible. Even though he has in her point all
these weirdnesses... actually they*re not
weirdnesses... It means that his sensory system isn*t
fully developed ...I think it*s important families not
perceive these kids as strange or weird out of the
mainstream.
The following quotes from families suggest that they also
perceive staff in professional roles.
FI: They work on his vocabulary and motor skills.
F2: They're focusing on his expressive language skills.
F3: They're suppose to be... helping her with her
therapy and stuff.
^4: Staff is more familiar with what he needs to work
on. I don't have much information in this area. I am
his mother. I only had one psychology course and
childcare.
F5 (FG): They're (staff) helping us because we want to
treat our baby like a normal.kid. We don't know how to
do it and we have to learn. The way the teacher treats
him in school. That's the way I want to learn how to do
it. Maybe as a mother if you have a kid with like Down
syndrome maybe you want to do everything for him and
treat him different.
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Staff seem to use their position as professionals to
withhold various types of information from parents until
staff think parents are capable of handling this
information. Examples of staff remarks to support this
statement are:
SI: Parents look at us as being the people that know,
that we know more than they know because they*re just
beginning to deal with the diagnosis or they're not
really tuned into child development even though they
may have other kids.
S2: Initially, I feel the families are just looking at
us to tell them what are my child's needs and I think
we have to be very careful that when we talk about what
the child needs are and what the potential services are
not to bombard the family with a lot of services
because a lot of families at this point are very
vulnerable and will say yes to everything and really
not be able to follow through on some of the
recommendations.
S3: We determine what families can take and accept from
outside agencies.
Staff's Role: To Redirect
As described in Table 4 staff also perceive that their
role when developing IFSP goals is to redirect parents
according to the parents' choice of goals.

Some staff

stated that parents have a difficult time choosing realistic
goals. For example, many of their choices involved long term
goals such as their child learning to walk when s/he just
learned to sit by him/herself.

Families also perceived the

staff's role as redirecting their choice of goals.

Families

expected staff to tell them what are their child needs and
if their goals are indeed realistic. One parent states:
F (FG): Staff helps you realize whether you have
reasonable goals or not. Because that's something you
have to learn. You don't have that background or
97

experience dealing with kids with similar or different
problems. They make me realize what's realistic.
This quote also reinforces the staff's role as the
professional who knows more than the parent in early
intervention issues.
Staff's Role;

To Suggest and Encourage

Staff also perceive that their role is to suggest or
encourage parents to adopt certain goals. This information
was gathered during interviews with staff and in the
analyses of several of the IFSP meetings.

Following are two

examples of these roles in an IFSP meeting. The first
example involves the Grabinsky family described in case
study #5.
Present are mother, her son Mickey and two staff
members. This meeting is a combination of Mickey's
assessment and an IFSP meeting. As described in the case
study, Mickey has speech and language delays.
meeting,

During the

one staff member recommended that mother take her

son for a hearing evaluation. The staff feel Mickey's
hearing could be affected if he is exhibiting delays in his
speech articulation and language expression. Mother isn't
sure he really needs this evaluation; however,

she tells the

staff that she will take him for the evaluation at the
"Maxine Health Center." The staff members don't think she
should go to this health center? they try to convince her to
go to the "Newstime Health Center." Part of this transcript
includes the staff's encouraging mother to choose another
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health center for her family. In this excerpt the following
abbreviations are used: MO: mother, E: educator and, N:
Nurse.
1
2
3
4

MO: I'm debating when after Xmas is done if I still
have like the job making the money if I*go pay and have
it (the hearing evaluation) done. I don't know if they
paid my medical or not.

5
6
7

E: If you don't have anymore bills, it's taken care of.
You don't have to pay at Newstime Health Center to have
the hearing test.

8
9
10
11
12

MO: I go to Maxine Health Center and it's a sliding
fee. It doesn't bother me. It's like the dentist. I get
$100 worth of work and he charges me $18 so I just pay
off that.. It may cost me a little extra but I don't
mind I do all this stuff.

13
14
15
16
17
18
19
20

N: Now, because you have Newstime Health insurance,
they would be your primary person for outside..like if
you needed outside referral, you'd have to see a
pediatrician at Newstime Health Center and speak with
that pediatrician. See, we're going to be billing
Newstime for our services. So I'm assuming at some
point you're going to have to get a pediatrician at
Newstime Health Center.

21
22

MO: I don't even know who's over at Newstime Health
Center.

23
24

E: There's some very good pediatricians at Newstime
Health Center. I can honestly say.

25
26

MO: The only reason why I go to Maxine Health Center is
cuz I'm the one that does these things.

27

N: Right.

28

MO: I make the appointments.

29

E: Do you drive?

30

MO: I drive but I won't trust his car.

31

E: Oh

32
33
34

MO: I can walk to Maxine Health Center. I'm just down
the road. Do you see what I'm saying? And if you're the
parent that does

99

35
36

Ns If you have Medicaid, Newstime Health Center would
take the medicaid.

37

MO: I pay them.

38
39
40

E: Instead of you using your health insurance you go
down to Maxine Health Center and pay them like 5, 10 or
12 dollars?

41

MOs Yes, something like that.

42

E: You can go to Newstime for $3.

43

MO: I know. But try to get my husband to run around

44

N: It's $2 for medicine. That's the other thing.

45
46

MO: I should get medicine over at Newstime just to
reimburse my prescriptions

47
48

E: So for one of the "Family Needs" we could have added
that you would like you husband to be more supportive.

49
50
51
52
53
54
55
56

MO: I wouldn't want to write that down. Because he is
supportive. He is supportive in his own way. But
somebody's calling for this or that. I got 4 kids. On
this day I got a dental appointment. On that day it's
an asthma attack. On this day something else happens.
Well this day something else happens.
Well with me I
go up the road if I need to. Only the asthma or
something critical, then he'll go...

57

N: It's easier for you.

58
59
60

MO: It's easier for me because I'm really the one
that's really got the burden.
If you were in my shoes
you'd probably do the same thing.

61
62
63
64
65
66

E: Oh, yes. I'm just saying now what's happening
because we can bill.. Massachusetts we can now bill
insurance as early intervention and Newstime is now
considered your insurance.
We're going to be billing
Newstime for (your son's) classroom and his assessments
that he gets here. So at some point, you may have to...

67
68
69
70
71

MO: All the records are in 1 place and it's a lot
easier to have (Dr.H is seeing Tommy (another son)
because of asthma. Dr. H is seeing him because of
asthma. Then you got 2 doctors involved. Then you have
to talk about 10-12 (inaudible)

72
73

E: He said 'no, go see'.
said)

(P commenting on what boy just

100

74
75

MO: Urn, I'm the one that's handling it. I got to do
what's easiest for me.

76
77
78
79

E: Newstime is really formidable because you do have to
wait until they do find you a pediatrician. You start
with the nurse practitioner. Sue, probably...That's the
adult area.
There's another nurse practitioner.

80

N: Dr. S, they call her.

81
82
83

MO: I have 4 kids. It's gonna be 4 appointments. And
then there's dental. I just got dental taken care of
for S

84

N: We hear that

85

MO: Because the school demands it, too you know.

86

N: right

87
88
89
90
91
92

MO: I have a card for M. So I made an appointment. I'm
lucky. I got one like a week, a week and one-half after
S. So I'll get M done so I figure I'll be done with
dental for awhile. I just had L for her eyes... for her
glasses, now I do dental. Now, I'm suppose to change
over, it's just too much.
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E: Where do you go for dental?

94

MO: same place

95

E: OH, the only reason we are giving you a hard time

96

MO: You're not giving me a hard time (Laughs)

97
98
99

E: We're in a situation because of funding and we're
(El program) in a very bad situation as you probably
have heard.

100
101

MO: I got a letter. (This letter was from the El
program asking for donations due to budget cuts.)
In this excerpt mother gives many reasons for receiving

medical services at Maxine Health Center. These reasons
include a)

she knows the medical staff (lines 21-22) and

they know she and her family (lines 67-69) and b) She has to
handle the medical needs of her four children by herself
(lines 25-34, 43, 49-60, 74-75, 87-92).
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Every time mother

gives a reason for using the Maxine Health Center,

the staff

respond with a reason for attending the other medical
facility.

For example, when mother explains that she pays on

a sliding scale, the staff respond by telling her that she
will spend less money at the Newstime Health Center (lines
35-42). Another reason the staff explains to mother for
attending Newstime Health Center relates to the El program's
fiscal situation (lines 13-20 & 61-66).

In lines 47-48 the

staff think that one of her family needs is for her husband
to help with the family's medical needs. Mother doesn't
agree with the staff's recommendation to include her husband
and in fact defends her husband's role in the family (lines
49 & 50). The staff realize they're not agreeing with
mother's reasons

(lines 84 and 95)

but continue to try to

convince her to change medical facilities. This excerpt
demonstrates that staff are using their roles to make not
only decisions regarding goals

(e.g.

but how to also carry out these goals

a hearing evaluation)
(e.g. where to go for

the hearing evaluation).
The second example of the staff encouraging the family
to agree to a goal that staff have suggested as part of the
IFSP involves the Vicks family described in case study # 1.
This meeting is also

(as in the previous excerpt)

a

combination of Mike's assessment and the IFSP meeting.
During this meeting the staff think that the parents should
become more familiar with Mike's daycare program. As
discussed in the case study and in this excerpt parents
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don't fully support Mike's placement of five days per week
in a daycare setting. This placement was implemented by the
Department of Social Services who originally placed the
Vick's children in foster care for about three months.
♦

Excerpts of this meeting are discussed in this section.

In

this excerpt the following abbreviations are used: M:
mother,

F:

father,

E:

educator,

SW:

social worker and,

DSS:

Department of Social Services.
The staff suggests as one of the goals in Mike's IFSP
for mother and/or father to visit the daycare center.
E: Let's talk about his daycare situation.
chance to observe that environment?

Do you get a

M: No
E:

Is that something that you would like to do?

M:

I don't like the people too much.

The parents don't actually say that they don't agree with
the staff's recommendations but they give many reasons for
their dislike of the daycare center and its staff.

Some of

these reasons include their fear that the daycare staff or
the DSS case manager will find something wrong with the
parents'

care of Mike and not send him home after daycare

(e.g. due to physical abuse)

and place him in a foster home,

again. The staff attempt to address each of the parents'
concerns by providing them with reasons for establishing a
positive relationship with the daycare staff.
M: They complained that I sent him to school with the
same clothes and I never did. He had to wear a couple
sets of clothes twice only. They couldn't be washed.
Tried to stretch them now he's got more clothes. Went
out and bought him a couple pairs of pants. The kid got
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plenty of shirts. Up in the attic I found lot of
shirts.
SW: And we can certainly understand that you're gonna
be more sensitive to comments they make because of his
involvement with DSS and you worry about what that
could mean. But at the same time if you.can think of
ways to work with the daycare and kind of win them over
to your side. Get to know them so they know you as a
real person not just this DSS case. They know you as a
caring mother, a caring father who wants the best for
their son. Does that make any sense at all. Right now
they don't really know you.
Another example within this meeting follows:
F: What really turned me off, what I didn't like about
what I'd seen the first time I went. There was a kid on
the highchair, right, and he asked to get down. One of
the daycare people took him by one hand and yanked him
off the chair and put him down. That wasn't so right.
She didn't know I was shocked. Ya know?
M: The thing is we're really paranoid.
shows about daycare centers.

She saw these

SW: All the more reason for you to be there some more.
M: Right
SW: And find out what their doing and
M:

I know what they do to him.

SW: You don't if you won't have anything to do with
M: Well,
nothing.

if they know we're coming they won't do

E: That's not true. I mean that may be true but the
more often you go the more. When people see that a
parent is interested.
The staff not only introduce the goal at the beginning of
this discussion but about four other times during the
meeting in spite of the many reasons both parents give for
not wanting to learn more about the daycare center.
E: Let's go back to the fear with the daycare program.
O.K. You said you've been once. O.K. Is there a need
for you to go more often? And maybe if you got to know
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them and they got to know you, that might make you feel
a little bit more comfortable?
And another example of the staff reintroducing this goal to
the family:
E: So can I say that one of the things that's a goal is
maybe you'll be in contact with the daycare more often?
In a supportive way? Is that a goal? Not my goal. Is
that something that you feel a need to do?
Towards the end of the meeting the social worker speaks
quietly to the educator and suggests that the educator goes
with mother to visit the daycare center.
E: Would you like company to do it. Would you feel
comfortable if me and you went both together? The first
couple of times?
M:

Doesn't matter.

Parents continue to state reasons for not liking the daycare
center and the people connected with the center.

The El

staff suggest another adjustment to this plan.
SW: I don't think this is gonna happen right now as a
goal.
That's a sense I get.
E: O.K.

It could be a long term goal

SW: It could be a long term goal.
to think about.

It could be something

F: He is a good kid.
SW: It could be put down the two of you could think
about communicating with the daycare and you (to E)
that you'll go and observe it. Just for another
perspective on it.
E: Yes
The staff appear to keep their original goal in both cases
but describe these goals as "long term." During the Vick's
IFSP meeting, the staff suggest that their original goal
could be a "long term goal." It is also written on the
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Vick's IFSP document for Goal - "Would like to get to know
the daycare better" with following under the heading
Plan/Comments "Long term Goal." Similarly,

the educator

describes in Grabinsky's IFSP meeting that the goal of a
hearing evaluation for Mickey "will be a long term goal." An
excerpt from the Grabinsky IFSP meeting:
Staff: The next thing we're thinking about is a long
term hearing evaluation if concerns - I'm gonna add
that. If concerns for articulation, that's how he says
things continues. So you don't have to do it right
away.
Mother: Yeh, I was gonna say, there's not a problem in
the first place.
Staff: No, this is December. Let's put down May (19?)
evaluate. Who's to say he could be saying all his words
by then.
Family Roles
Both families and staff appear to have similar
perceptions of family roles.

For example, they both expect

families to provide input into the IFSP regarding
family/child strengths and needs as well as IFSP goals. They
both expect families to perform various activities with
their child to improve their child's developmental delays.
These family roles appeared in two sections of the IFSP
documents with the participating families. One section was
"Family/Child strengths and Needs and the other section was
entitled "Need/Activity/Goal." Several staff members
described a link between these two sections of the IFSP
document. They explained that the identified family and
child needs are addressed in the goals.

106

Nature and Number of Goals
Staff consider the IFSP as "simpler" than the IEP in
terms of the nature and number of the goals.

Parent input in

the IFSP goals is a major difference perceived by the staff
between the IEP and the IFSP.

IEP goals were generally what

the staff thought the child needed to improve his
development.

Staff did not write IFSP goals before the

meeting in contrast to the IEP because in the IFSP the staff
now waits for the family input. The idea of the IFSP as
"simpler" also refers to staff's perceptions of the IFSP
goals being more general in nature than the IEP goals.
example,

For

an IFSP goal may read to "increase the child's fine

motor area whereas an IEP goal would've read "The child will
pick up four cubes using a particular hand grasp."
According to the staff, the number of IEP goals were
substantially greater than IFSP goals.

For example,

there

were usually 15-20 IEP goals written on several sheets of
paper where an IFSP usually has one sheet of no more than 10
goals. The last category in Table 4 demonstrates that the
idea of fewer IFSP than IEP goals appears preferred by both
staff and family.

Families feel they have a better chance

of accomplishing a fewer number of goals and would rather
not risk disappointment in not meeting a larger number of
goals.

Another reason families gave for preferring fewer

goals was their interpretation of "many" goals as meaning
the staff or family was "pushing" the child along in his/her
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development more than was necessary.

Some examples of

families' preferences for fewer goals are given.
FIs The thing is with me is I like to take
time because I don't want to put too much.
many goals in front of me and I'm not able
them, it makes me feel as if I'm a failure
to take it a thing at a time.

a step at a
If I put too
to fulfill
and so I try

F2; I try not to choose too many. I try not to get
upset if he doesn't make one of them.
Staff perceive fewer goals as more meaningful for
families because dialogue between staff and families exist
in developing these goals.
Ss I think for the family if there's just a few goals
they're more personal because there's been discussion
over what those few goals are and I think there's more
of a chance of family being vested in those because
there's only a few.
The staff report that even though there are fewer IFSP
goals than IEP goals,

they will still work on areas with the

child and other family members that they consider important
even if these areas are not written as goals on the plan.
The researcher first realized this finding when she asked a
physical therapist if she contributed goals to the IFSP
document. The physical therapist explained that her goals
weren't always on the IFSP but in her head or written in her
progress notes. Similar examples from staff follow.
SI: My goals don't have to be on the FSP.
with them without there being goals.

I could work

S2: The staff would just be writing down
goal and objective they would be working
child (re: the IEP) and now they're just
it. They're still doing exactly the same
just not in a written form.

every possible
on with the
not writing
thing. It's

S3: Even though the family may write down getting my
child to walk what we as a staff are working on is
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getting him to pull to stand or one of the other pre¬
requisite steps. But the family has written down as a
goal is getting him to walk.
It appears that families provide substantial direction
in their family's plan by jointly (with staff)
individually developing IFSP goals. However,

or

staff implement

decision making in ways that aren't represented in the plan
but within the IFSP process.

For example,

staff will work on

other goals they think should be addressed that aren't
specifically on the plan. Also,

staff use their professional

knowledge in the area of early intervention by redirecting,
suggesting and encouraging families to attempt to change
families' goals or perspectives on a certain topic(s).

Child Versus Family Focus
The second research question:

2.0 What are the staff

and family perceptions of the IFSP?
2.1

Is the IFSP perceived by staff and families as child or
family focused?

2.2

Where are family strengths on the IFSP document?

2.3

What are the important parts of the plan?

2.4

What kind of impact does the plan have on families and
staff?

2.5

Are IFSP's functional documents?

2.6

Is the IFSP perceived as a process or a document?

2.7

How is the child assessment meeting different than the
IFSP meeting?

2.8

How would you describe the IFSP

109

Analysis in this area focused on a)
focused goals b)
IFSP and c)

child v.

family

perceptions of the important parts of the

family/child strengths and needs in the IFSP

process.
%

Findings demonstrate that families and staff perceive
the IFSP process as primarily child-focused.

Table #5

describes the primary staff and family perceptions of family
roles,
FI

with parents focusing on their child's development.

(FG):

We labeled things all around the house to help him

talk more.
F2:

I work on colors and teaching him numbers.

F3 (FG): My father-in-law sings to him. So does my
sister-in-law. My family is I think what helps the
child. This program helps him a lot, too but the family
is the one to push that bring the child along.
One parent explained that the staff expects her to
share information to the El staff about her child.

"The

staff expects me to be "honest and informative about what
(her child)

is doing.

How I

feel he's going to handle going

to the toddler center".
Staff perceived the IFSP goals as more child-focused
and designed to improve a child's development.

Most families

perceived these goals as benefiting both the child and the
family;

however,

they perceived the goals benefiting the

family only indirectly.

For example,

if their child could

talk it would be easier for the family to communicate with
him.
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Family and Child Strengths and Needs
Family and.child strengths and needs is a section in
the IFSP document
this

(Refer to Appendix D).

Staff elicited

information from families in several ways before

completing the document.

One way was to have families

complete a form entitled "How Can We Help?"

Questions on

this form ask families to identify their strengths and needs
and how they would like the staff to assist them.

Another

method involved staff directly asking families for this
information during the IFSP meeting.

Staff wrote the

information they gathered from the parents on family/child
strengths and needs in a specified section of the plan.
Table #5 describes how families perceived themselves and
were viewed by the El staff as presenting more child-focused
information when identifying family/child strengths and
needs.

Families were more likely to focus on their child

than on themselves.
FI (FG): I felt it (IFSP) was really focused on my
child 'til someone said 'what about you?' I found it
very difficult to focus on me. It was hard to open up
that discussion to me.
In many cases parents did not begin to focus on themselves
until the IFSP meeting.

During the IFSP meeting they begin

to perceive the family other than the disabled child as some
part of the El service but the focus is still primarily on
their child.

Families seemed to find it easier to focus on

their child than themselves.

Ill

03
c
0
P
ft
0)
0
p
0)
ft

Child and Family Focus

>1
rH
•H
d
H
(d
Cm

(0
C
0
•H
p
a
a)
o
p
0)
ft
P
P
<0
p
CO

(0
0)
•H
P
0
O'
0)
p
(0
u

T3
rH
*H
TJ
.G
P T3
rH
B O
3 rH
•H
P
O *H
£
O ••
>iXS
o p p a>
o
G G P
P
Q) <D *H
P p
P 0
p
id O
Id ft <D P >iP 4-1
rH O T3 (0 P CD
3HH+JH
CO
0 0) > MHHH
•H > O
H H (0
P <D P O P <D O
co t3 ftp (CP O'
•
id

•
P

\
>i
rH
•H
0 CO
«j *o
4H Q)
a)
c c
O \*0
A rH
■P >P *H
O O'*!
a c o
GO)
*H P P
p p
<D 03 *H
T3
£
•H T3
> rH ,14
O *H P
P P O
a o *
•
to

•
O

T3
rH
*H
p
o
c
0
<P
O
a
G
*H
<D

T3

-H 03
> rH
O <d
P O
a O'

• •
P O

G
4H
O
O
•H CO
O
>iP CO 0) P
-H
P Id Q) O' C
P
p
P-HSOTJOCOP
03
PCPO<DBC*H
-H
OSOPrHftO;*
O' rH
ft § p a, :* o -h
c <d
O4 pC
O
^ ^
| qj
30-HfcCffl ftrH
B P
coo
co^ > oh
(d
0) Cm
<D
B
0) >1
Q)Q)OH(DT3Q)(d
PP
T3TJP
T3
*0 P
P-H
HH 3PHTJH
T3C0P co
> > O O > rH > 0)H G C rH
O O CO Id 0*H OrH*H*H Q) id
ppQ)d)ppP(i)p(d'0 0
ft CU P P ft O ftp O 0 *H O'

P
0
4H
CO
•H
0
(d
P
O'
0
P T3
ft rH
•H
H P
W 0
•
id

Id P

O
P

ft
CO
Cm
H

>i
rH T3
*H rH
4H
6 *H
Id P TJ O
4H O a)
a) P
P P C P
O 3 \ <d
p o p ft
p p
p Id O'TJ
a)
G G
•H * a) cm
CQ rH p
id id P c
0) 4J CO 0
•
p

•
id

rH

o
>i
rH

0

<0
Cm

•0
rH

•H
P CO
U T3
N <D
>i a)
rH 55

•H
0 -0
id c
Cm id

112

0) 4h

O'
G
1
-H
ft
0
O
G \ Id
P
rH
O >1 Q)
3
0)
*H rH P
ft 0)
>
>,P-HP
G O'
O C P id 0 01
•Hid
T3 OH 6 Id G
p
*H G P P -H
p 3
dp 3 O
Id
GO
rH Id 0 P P 0
<1)0
-H 0 0 G O \
PC
PPO-HPO'
id a)
000
c
ft\4J
P
a) 0) *H
POOCOOPrH
p03Q)'d*H'OP<d<l)
•H Q) P *H
*H 3 O CO
O O'-H > P > 0 0 c
•H O^ O G O CO > 3
ripoipcipoido
0) co p ft0 ftp id 0
• • • •
100 od

P
P
O'
G
0)
P
P
CO
CO
a)

OTJ

03
a)
rH

0
04
p
p
id
P
co

•
a)

•
p

CtP

Continue on the next page.

•

c
O
•H
P
Id

^

•

fa

fa

>1
rH
•H
6
(0
fa

P
*H

>1
p
P *H
(!) -H i—t
P
*H
OOP
P X a
!* *H P
rH C
<M
3
<N P 0

id 10 u
+>3 0

(0 6 (0
•

TJ
•H
*H
A
0
r

(0
c
0
•H
P
A
Q)
0
P
0)
04

(0
P
(0

•

b

0
•H
P
Q<
0)
0
P
<D

3

a

to
c

P
(D
A
A
O
C

X (0
-H
P = g
P
rH 0
rH <W
•H
* P tP
0) c
P 43 *H
P P P
(0 O 0)
P C <1>

a a a

• •
(0 A

rH
3
P
a
a

rH
(0
C
0
*h
p

0) 0
P c

P 3
a <m

a a
p p
0 0

0 0

< <
O U
•

•

ap

TJ

a

>
rH
0
rH >

a c
a-H
P

O <M
<H P
a
a p
p a
0

a a

p
a 0
*H g
1
< <
u 0
•

•

ap

•

a

••

>

(0
0)
•H

P

ID

0)

0
O'
0)
P
10
O

C
0
•H
P

0
(0
a>
a

>1
rH

rH

A

<0

6
(0
Cm

P

c
a
aa
a
a
a
a

<

•d
rH
•H
A
O

~
04
W
fa
H

113

The staff also reported a difficulty parents had when
talking about family strengths and needs.
SI: I think families are somewhat uncomfortable when
they become more of the focus as opposed to the child
being the focus.
*

S2: Strengths come out as what the child is doing
developmentally usually at that point. Needs tend to be
the need for services.
One staff member supports her perspective on the difficulty
of getting families to talk about their strengths and needs
by remarking on the lack of depth within the parent response
that comes from the "How Can We Help?” form.
S: The question... What would you like for your family
for the next several months? Some people find that
quite intimidating. They always seem to answer what you
would like for your child... Are things going well for
you and your family? Those that aren't going well. They
don't usually answer that.
A final example that demonstrates parents'

difficulties

sharing family needs is exhibited during an IFSP meeting of
the Turner family.
are

(S)

Case Study #2

the case manager (F)

.

Present at this meeting

father,

(M) mother,

and (SW)

social worker.
S: We're also suppose to address family needs as well.
FSP away from the IEP, so we don't focus just on the
child's goals. The other piece your needs
F:

Laughs

M: What are you laughing about?
SW: We can't give you a dream vacation.
M:

Is that what you were thinking when you laughed?

F: This has been very difficult for both myself
particularly with (mother)• And I think (mother)
overcompensates for doing all sorts of things. She just
runs herself day & night, day & night. It upsets me. I
don't know if there's some way
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M: to tie her down
F:

I don't.know, deal with it,

S:

Support

I don't know

F: Yes, so, she doesn't, she has to overcompensate for
Kate's deficits. You're never gonna do it. Kate is
Kate. See, it even upsets her now just to talk about
it. (Mother is crying)
S: She does good, though. I see (mother) as also... She
does a lot and she's probably overcompensating for but
she allows us to say things to her to confront her with
it. There's tears but I also think that in her tears
she still struggles to work those things out. I see her
as just a very caring person in general. I think with
any child, if she was a typical child I see her
overcompensating because of her love. Kate happens to
be the type of child that has a lot of other kinds of
needs that we can't fix. And I think in time she'll be
able to balance that out what she can do, what she
overcompensates and it is hard for a husband to watch
their wives and someone they love as do all those
things and not be able to change things. But I think
the fact that you can say that in front of us, in front
of her shows your caring too. I think between the both
of you. I feel lots of support with each of you. It
helps me as the professional to say you're gonna be
o.k. and it's gonna be hard. I love "mother". I've just
known her for 6 months and I wish she was in my family.
She has been great with other parents. She allows me to
say BACK OFF this is not good for you and there's a lot
of parents that I can't say that to because I don't
know how they would take that. She has (SW) and she
uses people, too. If she was overcompensating and
staying in her own little world I would be more
concerned. She will access me. She will access you. I
think all those little pieces help. I think they help.
They may not, but that's my perception.
So I'm glad
you're sensitive and it leads me to feel a little bit
more relaxed that you're also...(F says sure several
times during this part)
(A discussion follows about counseling once a month by the
social worker with both parents.)

Then,

the social worker

addresses father's feelings.
SW: You're going through undoubtedly the same kinds of
emotions as Linda is. You may show it differently. But
both parents go through the same kinds of things. I
think women do it.••(inaudible) One is more acceptable
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than the other. You can cry. You're not crying right
now whatever. But the pain is still there.
This conversation leads into the need for respite care for
the parents.
Fs It's difficult because I work all week. I have to
work so it puts a lot of the burden on "mother". On the
weekend I do try to but this whole thing has been very
difficult because we both have been very active with
work and family active. We both have other interests so
....I still try to pursue some of these other
interests. It makes it very difficult.
M: We got a double whammy - becoming parents and
becoming parents of a special child. Little bit of
both. Maybe if we got a babysitter it would help the
problem. We should just try to go out once every two
weeks.
These excerpts demonstrate some of the parents'
raising a young disabled child,

emotions in

e.g. the need for respite

care and the difficult adjustment for parents. With Mrs.
Turner it was too difficult to verbalize these feelings
without crying or displaying other emotions.
Role Perception and Process
Many of the El staff members perceive their program as
family-focused even before they started using the IFSP
document.

For example,

staff roles listed in Table 5 are

perceived as being family-focused:

1)

helping the family

identify needed community resources for the family? e.g.
financial aid, daycare, medical community? 2)
parents 3)

advocating for

teaching parents how to become advocates? and 4)

helping families adapt to their child's diagnosis. Even
though staff enumerated many examples of how they help
families, under "Family's Reaction" in Table 5 highlights
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how staff still perceive families viewing the staff's role
as "fixing" the child,

e.g. providing therapy to the child

to improve his/her developmental delays.
Many of the researcher's observations as well as staff
*

and family perceptions of the El program procedures were
child-focused.

Examples included the program's center

approach where children are bussed or brought to the toddler
center by a family member for one to two half-days a week.
Most children are transported by bus without their parents.
Child Assessment versus IFSP and Focus
Perceptions of the program's child focus was
demonstrated by comparing the child assessment meeting with
the IFSP meeting.

Included in this comparison are the

perceptions of the impact on the IFSP process versus the
child assessment process.

As seen in Table 5,

the child

assessment meeting and document were perceived as having
more impact by both staff and families than the IFSP meeting
and document.

Staff perceived the child assessment meeting

as more formal than the IFSP meeting.

An example of a

"formal" meeting involved the presence of more staff persons
at the child assessment meeting than at the IFSP meeting and
the amount of coordination to arrange these meetings.

The

El program had a process for scheduling these meetings
whereby the nurse was the coordinator.

Coordination involved

several contacts between the case manager and nurse before
all participants were confirmed.

In the IFSP meeting

coordination involved the case manager arranging a date with
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the parent(s)

because the case manager was the only staff

member required.by the agency to attend the IFSP meeting.
There were at least two El staff at the child assessment
meetings of the families followed in the study. The six
child assessment meetings observed by the researcher
included

1)

educator, physical therapist,

educator,

social worker, physical therapist,

nurse,

educator,

social worker, physical therapist,

speech and

language pathologist,
social worker,

6)

4 & 5)

social worker 2)
3)

educator, physical therapist,

nurse and educator.

Several staff members perceived the informality of the
IFSP meeting as lessening the impact of the IFSP document on
the families.

In Table 5, under the heading of "Family*s

Reaction," staff thought families perceived the IFSP meeting
like any other meeting the El staff had with the child.
Staff also thought the families perceived the IFSP as just
another form to sign.
SI: I think every time we see a family we're talking
about where they're going, where they want to go, where
they're at, at the moment but it's not really done
using the tool.
S2: They sign so many forms. They sign Family Rights
and responsibility forms, release of information forms,
insurance forms. If they're going into a toddler center
they sign health forms, developmental history forms,
transportation forms and so the IFSP form just kind of
blurs into everything else.
S3: These (IFSP document)
take up time.

are just pieces of paper that

The child assessment meeting appeared to have a greater
impact on the families than the IFSP meeting. They viewed
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the child assessment meeting as very stressful and ascribed
little stress to the IFSP meeting.
FIs

I felt like I was being tested.

F2: I found it stressful too in the sense that I knew
what her skills were, basically, and to*see it put in
writing was a scary thing. I didn’t want to see it in
writing, 'cause it just kind of basically reaffirmed
what, what she had lost.
Families appeared to find the assessment more
functional than the IFSP.

The term functional was

interpreted from what the families did with their copy of
the IFSP and how the information from the child assessment
write-up and IFSP document were used by the families. Most
families remarked that they read the IFSP document when they
received it and then filed it with their child's other
important papers. None of the families had looked at the
document after they filed it although they did mention that
they would like to review it sometime in order to view their
child's progress from the past to the present. A few
families did report that they showed the IFSP document to
some family members before filing it.

Families seemed to

share the child assessment information more than the IFSP
information not only with family members but also with the
medical community.
Fs I've used it as a reference and a guide for me in
explaining to people what her skills..The nurse asked
me in the hospital 'What can she do?'
Part of the staffs'

response in examining the function

of the IFSP was to compare this document with the IEP
document. They recalled that IEP's took more time but
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"nobody"

(i.e. neither family nor staff)

ever looked at the

plans after they were written. Staff came to the IEP meeting
with the plan already written.

During the meeting they

reviewed the plan with the family and had them sign it. One
staff member thought of the IFSP as a working plan because
parents contributed to the plan. Her understanding was that
if parents contributed to the plan it would have more of an
impact on them. However,

although all the staff interviewed

expressed a desire to perceive this plan as a working plan,
most of the staff didn't really perceive this as being the
case.
One reason given was the amount of personal contact the
staff had with families.

Public Law 99-457 requires the

IFSP's to be reviewed every six months. This El program
originally decided to review the IFSP with the family every
three months.

During my data collection, the agency decided

to remove the three month requirement because many staff
found it difficult to incorporate a three month visit and/or
forgot to take out the IFSP during that three month visit.
Many staff felt that although this had been the case in many
circumstances,

removing the three month review would lessen

their contact with families and in turn make this plan
similar to the IEP.

They view the removal of the three

month review as lessening their effectiveness with parents
to provide professional judgment.
In summary,

it appears that staff and families still

perceive the El program as child focused.
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This finding is

supported by staff and families not perceiving the IFSP as a
functional plan.

The child assessment appears to have more

of an impact on staff and families than the IFSP.

Staff

relate the decrease in contact with the families? e.g. the
removal of the three month review and the informality of the
IFSP meeting and families focusing primarily on their
disabled child versus family strengths and needs within the
El program as reasons for it's lack of use. The staff shared
many situations in which they have little contact with
parents.

Relations and Partnership
The third research question:

3.0 What kinds of

parent/professional relationships exist in early
intervention programs?
3.1

What is the staff's role with the family?

3.2

In what ways do staff perceive parent/professional
relationships different in the IFSP versus the IEP?

3.3

Can family/staff recall a situation when the family
disagreed with the recommendations of the IFSP team?
Apparently,

staff perceive a partnership as

progressive, developing over a period of time.

Staff didn't

perceive the IEP involving this type of relationship with
the families.

In many cases staff would write the entire IEP

in their offices and then present the plan to the families
for their signatures.

In some cases goals and objectives

were written according to a curriculum program versus
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focusing in on the child's individual needs.

In developing

the IFSP staff wrote the plan at the time of the meeting
with the parent(s)

present. Staff also feel that parent

input when developing the IFSP provides them.with a sense of
ownership.

Prior to the IFSP requirement,

staff perceived

themselves as entirely responsible for promoting the
disabled child's development. Now they feel a shared
responsibility with families because of parent input in the
IFSP document.

For example,

as the family's goals,
their child.

staff perceive the IFSP goals

- i.e. what the family wants for

Before the IFSP was implemented most staff

became frustrated with the families'

lack of follow-through

on goals and/or their own lack of failure in being able to
encourage families to work with their children. However,
despite the IFSP process staff are still concerned about the
lack of family follow-through.

They acknowledged the

stresses families may experience that may prevent them from
addressing their disabled child's needs.

For example,

one

staff revealed:
SI: Before we had to own the IEP. Basically we had to
read parent's minds and assume this mystical know it
all about what your needs are and your child's needs
are.
S2:

I see the IFSP as a team

In perceiving the IFSP as a partnership the staff see
their role as eliciting input from parents in the following
areas

(1)

child's needs and strengths

strengths and

(3)

(2)

family's needs and

child/family goals. When the El program
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began implementing the IFSP, they designed the "How Can We
Help?" form to gather parent input which was described in
Chapter Three.
Families did not necessarily describe the IFSP as a
*

partnership, but they did perceive their role as providing
input into the IFSP.

Families gave three types of responses

regarding their role in the development of the plan:
1)

Providing staff information about their goals?
FI (FG): Also incorporated in the plan is what
your goals are so the staff helps you realize
whether it's a reasonable goal or not.

2)

Providing staff information about child's
development and personality
FI: Staff expects me to be honest and informative
- about what "D" is doing. How feel he's going to
handle going to the toddler center. 'Cuz I know
"D" best.

3)

Stimulating their child's development.

Relations

pepenlengy

Staff perceive their relationships with families in
transition from the time families enter the program to their
exiting the program when the child is three years old. When
a family first enters the El program,

the staff perceive

them as depending on staff for direction in helping their
child.

At first,

families expect a pediatrician to fulfill

their needs and assist them with their child; however, this
usually does not occur and families seek support from the El
program staff.

Staff do not perceive families remaining

"dependent" and consider it their responsibility to help
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parents become a team member and an advocate for their
child.
Sis In the beginning, the first one is always rough,
because parents don't realize what they're role is.
S2: At the beginning families are at the receiver end.
They're more of a receiver. Our work is to get them to
be more of a participator or team member.
Families found they became dependent to an extent on the El
staff. Families didn't view the "dependency" as negative but
concluded that the staff was extremely supportive of their
situation. Families shared that the El staff were the first
persons who offered support. Below is a statement from a
Mrs. Souza ( Case Study # 3) who gave birth to a child with
brain damage.
FIs This is my first child. I had three miscarriages
before her and having the baby with the special needs
like I have it was overwhelming to me because see I
never knew anybody like "S" or even I might have seen
them outside going into a wheelchair but I never knew
them to talk to them exactly. What they were feeling or
anything like that or what they have to go through so I
didn't know any of these problems and so having "s)
going through all of these problems it was overwhelming
and ya know it was kind of scary of course because I
didn't know and they (El staff) helped me through all
of this. I came to depend on them to help me with this
because I didn't know where else to look for help
outside the El program and so I do trust them to help
me with all these things cuz I don't know anything
else. I didn't know anybody else. I did develop the
trust with them because they haven't really steered me
wrong in anyway. I haven't seen anything done to me to
make me feel that I shouldn't trust them. That they're
doing something that they shouldn't do.
Throughout the time the researcher spent collecting
data she observed close relationships between the El staff
and the families. Staff members were observed visiting
families when their special needs children were in the
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hospital.

Several staff and parents referred to each other

like "family”.

During one of the home visits the researcher

observed the physical therapist and mother conversing on
personal matters unrelated to the child's disability. Other
examples of this type of relationship follow.
FI (FG): They're just like your support just like your
family.
F2 (FG): When "G" retired I cried I think for a whole
week before she left.
F3 (FG): And then when ”K” left. She was our physical
therapist. "K" was wonderful. I cried at my house when
she left. So you're attached to these people...very
attached•
F4 (FG)s I got more support from the people here than I
even got from my pediatrician. I was one of those
people...Doctors were the end all and be all. I like my
pediatrician but my expectations were way up here when
M came home from the hospital and his visits were like
regular visits with any regular child. I had a lot of
additional concerns that weren't addressed and I got a
lot more satisfaction dealing with the El people.
F5: They're the first understanding people that you
meet. I don't know they just understand.
Another example involved Kate Turner (Case study #2)
who had been hospitalized for about 3 weeks. Now at home,
the family is making many adjustments to meet Kate's medical
needs. One of these adjustments involves a feeding tube for
Kate. Also, mother finds she constantly needs to hold her or
else she'll cry.

She and her mother participate at a toddler

center on a weekly basis. Mother is part of a parent group
and her child is in the toddler group. This mother was
anxious to return to the parent group as soon as her child
was healthy enough to be taken out into public.
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She relates:

She (Kate) was out of the hospital Monday, went to
school Wednesday. She was healthy, an' I said,
'We're goin' back!' And, umm, I actually needed
it, too. I needed some hands-off time. ...My goal
was to try to get some normalcy back, and some
structure, and mine was also just to have some
place to talk and vent and have two hands to
myself for a change.
It's important to note that even though some families found
support through their extended families they still found a
need to derive a different type of support from the El
staff.

For example, most of the families perceived the El

staff and other families in the program as understanding the
stresses and needs associated with raising a special needs
child more so than did their extended families.
Families Disagreeing with Staff's Recommendations
The researcher asked both staff and families if they
recalled a situation(s) where a family member disagreed with
the recommendations of a staff member(s). This question was
posed to determine whether or not the relationship between
families and staff influenced this type of family input into
the IFSP process.

Several examples of responses to this

question follows.

In one situation, the staff had suggested

to the parents that their son enter the El program's toddler
center when he turned 18 months old.

Both parents were

hesitant about sending their son on a bus to the center.
Some of the extended family members thought he was too young
to be in a center type of program.

During the IFSP meeting

mother shared her reservations with the staff. The staff
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appeared to respect her concerns. This same mother reported
in an interview.with the researcher:
FI:I’m pretty honest about those kind of things. If I
didn't agree with her (staff member), I'd probably say
I have a better way for "M"(my son).
Another mother responded:
F2: I know them long enough. They make me feel so
comfortable and they make me feel that we're all family
that I would be comfortable in telling them that
doesn't go along with me. I don't agree with that.
In another example regarding the Grabinsky family that
was discussed previously,

a staff member recommended a

hearing test during an IFSP meeting for Mickey.
up interview with Mickey's mother,

In a follow¬

she states:

F4: I don't know if I'll follow through on the hearing
test...I don't think there is anything wrong with his
hearing.
Her objection to the hearing test wasn't verbalized during
the IFSP meeting. A final example involved a mother who
disagreed with staff suggestions to begin potty-training her
child and to teach him sign language.
differences with the staff,

In spite of her

she felt that the staff

respected her opinions.
These examples of families disagreeing with staff
recommendations were both verbalized and not verbalized
directly to the staff. However, these disagreements don't
appear to affect the close staff/family relationships.
fact,

In

one of the reasons families may be able to voice their

concerns to staff are because they feel comfortable sharing
their thoughts with staff.
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CHAPTER V

DISCUSSION

guinfficirv Qf
This dissertation study interpreted the development of
the IFSP process in an early intervention program servicing
special needs children and their families from birth through
three years old.

One of the intents of this legislation is

for professionals to change their intervention strategies
from a child to family focus model. According to a family
focus model professionals intervene by building on family
strengths and capabilities in a way that supports and
strengthens family functioning. This type of intervention is
different from the early interventionists' traditional mode
of directly treating the child's developmental delays. The
emphasis on the family was included because of what is known
about the influence families have on the early development
of children (Shonkoff & Hauser-Cram,

1987)

and the added

complexities and difficulties that families face when their
child is disabled

(Turnbull & Summers,

1985).

It is also

considered that a more effective treatment plan is developed
if professionals and families become more directly involved
with each other instead of professionals making decisions
about a child's treatment without listening to parents'
voices and being knowledgeable about the specific family
structures,

cultures and needs.
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The major questions in this study focused on

(1)

the

locus of decision making is when an IFSP is developed,

(2)

whether the IFSP is seen as a child or family-focused
document? and

(3)

the status of parent/professional

relationships and the relationships professionals and
parents perceive between an IFSP and other early
intervention program components.
The major findings revealed minimal differences in how
families and staff view the IFSP document and its family
focus mandate.

Staff still retained control over the

majority of the decision making; the IFSP process remained
child-focused and? a typical family-professional
relationship was maintained.

The next three sections

summarize the conclusions within these three areas. These
sections are followed by an interpretation of the findings
where insights are provided about the nature of change
within the El culture.

Implications for practice are

suggested that attempt to change the El system to make it
more responsive to a family focus model. The final section
addresses future research emphasizing more naturalistic
inquiry methods to further study barriers to change within
early intervention and new models that implement a family
focus approach.
Locus of Decision Making
Some changes did appear in the content of the IFSP
document that seemed to involve parents more in the decision
making processes.

For example, parent input was new to the
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IFSP and was given little if any consideration by El staff
when IEP's were.developed.

Parents provided input to the

goals and the direction of the intervention plan when they
were asked about their family and child strengths and needs.
Staff differed in that they wrote the IFSP document during
the IFSP meeting with the parent instead of writing the
entire plan in their offices and presenting it to the
families for their signatures as staff previously did with
the IEP.

In spite of these changes,

staff still kept control

of the decision making within the IFSP process.

For example,

staff not only addressed the goals on the IFSP document but
serviced the child and family in other ways that weren't
specifically on the plan. Also,
families,

interviews with staff and

and analyses of IFSP meetings demonstrated that

both families and staff view staff as professionals who have
more knowledge than families in the field of early
intervention.

Staff use their professional roles to change

families' goals by redirecting,

suggesting,

coercing, and

encouraging families to adopt certain interventions. This
conclusion conflicts at times with professionals respecting
the decisions families make for themselves and their
disabled child.
Sociolinguistics have studied relationships between
professionals and clients through many forms of spoken
discourse to demonstrate how professionals use their roles
to control what kinds of information is shared and elicited
from clients.

For example,

Coulthard and Ashby (1976)
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analyzed 24 tape recorded doctor-patient interviews and
demonstrated how the development of the discourse is tightly
controlled by the doctor.
Mehan

(1987)

also indicates through a sociolinguistic

analysis of language during student placement meetings for
special education students how school staff control these
meetings. He further demonstrates that decisions
professionals make do not only originate from their social
status positions but also from outside of the institution
(governmental policies,

fiscal and legal considerations)

where the professionals are directly involved. Mehan
concludes that the legal incentive to identify a certain
percentage of special students is reinforced by financial
incentives.

School districts and other community

institutions are provided more funds from state and federal
sources for each special education student compared to each
regular education student. There are quotas set by the
government for a certain number of students in each selfcontained classroom. Mehan's study found special education
programs that had reached the funding ceiling were
eliminated from consideration of placement during these
meetings while programs that had not reached the legally
• mandate quota,

remained a possibility for student placement.

The dialogue in Chapter Four between Mickey Grabinsky's
mother and the El staff reflect some of this decision making
that occurs due to influences outside of the immediate El
program staff.

In this example,
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one of the reasons the El

staff state for trying to convince mother to change health
centers is due to a change in the El program's funding
sources. These funding changes involve an increase in third
party payments and a decrease in state funding.

Third party

payments may dictate differently from state funding
guidelines how early intervention services will be
implemented.
Child Versus Family Focus
The family focus intent of P.L.

99-457 was not revealed

in this study. El procedures and the IFSP document were
perceived by both families and staff as primarily childfocused. Mahoney and O'Sullivan
al.

(1992)

(1990)

and Bailey, Jr.

et

have also found El programs as predominantly

child-focused. Mahoney and O'Sullivan (1990)

found that the

portion of time service providers spent with families each
week was relatively small.

In their study of providers

servicing special needs children from birth - three years
old and from three - six years old they found that thirtyseven percent of all providers spent no time with families.
Of those who did spend time with families,
than 15 minutes per week.

22% spent less

Although 80% of the birth to

three service providers spent more than 15 minutes per week
with each family,

only 33% of this group spent any time with

parents alone. The lack of family involvement was also
supported by Bailey Jr. et al.

(1992) who found a

significant discrepancy ( p < .0001 )

132

between current and

ideal El family involvement practices among El professionals
within four states.
There was little indication of staff practice that
involved building on family strengths even though this
information was required and recorded.

Identified family

strengths and needs were not fully incorporated into the
IFSP goals,

objectives or activities.

In some cases

objectives weren't written on the plan.

Family strengths

were limited to a listing in the document section entitled
"Family and Child Strengths and Needs". Staff and family
perceptions suggest that family strengths and needs were
restricted because families found it difficult focusing on
themselves within the IFSP process and preferred to focus on
their child. These results support Minke's

(1991)

conclusions that parents are somewhat confused or
uncomfortable with staff's request to identify their own
strengths and needs.

In addition, Minke

(1991)

addresses the

limited use of identified family needs in the IFSP by
explaining that needs were identified that were never
incorporated into the IFSP's and in some cases there were no
plans within the IFSP document to address the needs.
Parent/Professional Relationships
Staff and family relations did not appear to change
with the implementation of the IFSP. Although staff state
goals for families that imply empowering parents
parents becoming advocates for their children)

(e.g.

there is

little perception from staff or families that families are
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actually strengthened.

It appears that staff are still

working from a deficit model and remain focused on the
child's developmental delays. Relationships are very
supportive but not in the way that enables families to build
on their strengths that would improve family functioning.
It is difficult to determine from the data how the
parent/professional relationship influenced whether or not a
parent disagreed with a staff member's recommendation. One
could conclude from this dissertation that parents are
becoming more empowered to openly disagree with staff. On
the other hand,

some of the excerpts in Chapter Four

demonstrate that staff members tried to convince parents to
adopt their perspectives.

In these cases parents could

become more empowered by deciding to be passive during the
IFSP meeting and not follow through on the staff's
recommendations.

Disagreements will naturally arise between

parents and professionals. According to a family focus
model,

it's important these disagreements be resolved in

ways that respect parents' wishes. This information might be
more possible to determine if further research explores the
extent parents' wishes are respected within the IEP process
compared with the IFSP process. The fifth year of the phasein period of P.L.
within El.

99-457 involves entitlement services

Participating families in El programs will now

have the right to go through due process proceedings if they
aren't receiving their entitled services.

The number and

nature of cases that go through due process within the next
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five years may also indicate the extent parents' decisions
are respected within the IFSP process.
The Culture of the El Program
One position for understanding the lack of change
regarding the locus of decision making, professional/family
relationships,

and family focus intervention is to conceive

of the early intervention program as an educational
institution having its own culture. Goodenough

(1970)

defines culture as shared expectations or standards people
hold for perceiving, believing,
communicating.

acting,

evaluating,

and

Shifting from the implementation of lEPs to

IFSPs is an attempt to change the values,
behavior (the culture)

thinking,

and

of the early intervention program and

the participating families. To understand why changes aren't
implemented questions about shared staff and families
expectations about the IFSP should be asked.

For example,

decision making processes may not have changed because
family assumptions about staff responsibility had not been
altered.

Staff appear unable to relinquish control of the

intervention process due to the shared belief families and
staff have that El staff know more than families about child
development, mainstreaming,

and community resources.

The change from using an IEP to an IFSP cannot be
assumed to constitute a change in the culture of early
intervention programs. Alternatively, the introduction of
new procedures and tools have challenged current cultural
beliefs, values, ways of acting and thinking and people may
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assist in transforming the institution's culture to greater
or lesser degrees.

In this study the implementation of the

IFSP was demonstrated as a training tool

for professionals

to begin incorporating family input as part of the early
intervention process;

however,

staff did not integrate

families into the early intervention model.

The idea of

staff integrating parent input into the IFSP is still new to
El staff.

Following are several examples of staffs'

where they are beginning to respect parents'

remarks

opinions about

their children.
Sis The IFSP made us respect parent's opinions. We had
to acknowledge the parent's opinion and what the parent
wanted for goals."
S2: 9 times out of 10 your goals are exactly the same
as ours. We never acknowledged that before.
S3: It's very interesting to ask a family what areas do
you think your child is in need of services and
delayed. Most of the time they pick up on the exact
areas. And after an assessment we end up saying 'What
we've done is confirmed that you are right. Your child
does have an expressive language delay or your child
does have delays in his gross motor development.'
S4: It's amazing the things you get on here (The How
Can We Help? form) that are so on target. Parents know
their child. They know their child more than we give
them credit for.
This last staff member elaborated on her comment by
explaining how difficult it is to change beliefs surrounding
the role of the staff member as the professional who knows
best,

i.e.

the professional syndrome.

Implications for Practice
Instituting change from a child to family focus
approach must go beyond a few El procedures or a few
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documents.

It is the organization or culture of early

intervention that must change.
(1970),

According to Goodenough

cultural change within an institution implies

changing factors that affect the shared standards of people
such as

(1)

the roles professionals and families play,

(2)

how professionals communicate among each other as well as
with families,

(3)

the El curriculum and/or procedures,

the goals and objectives of the program,

and

(5)

(4)

the

informational structure of how child/family strengths and
needs are gathered.

The early intervention literature hasn't

directly addressed cultural change but researchers and
theorists have called for a need to make changes that affect
the larger El system.
Bailey et al.

(1992)

For example,

the study conducted by

demonstrate a large discrepancy between

existing and ideal El practices for a family focus approach
among practitioners.

In their study many professionals

cited the following systems factors as major barriers to
change:

lack of administrative support,

resources,

inadequate

the difficulty inherent in changing established

patterns of practice,

or inconsistent philosophical

perspectives between administrators and practitioners.
Bailey et al.

(1992)

discuss these findings:

The reasons mentioned for the discrepancy,
however, raise concerns about the nature and
magnitude of change required and suggest that
traditional mechanisms for achieving change in
practices (e.g. inservice training) may need to be
part of the larger systemic effort (p.308).
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The following sections address possible interventions as
attempts to change the culture of the El program towards a
more family focus model.
Gathering Information
♦

One of these interventions for change involves training
staff to gather information and build on family strengths
and needs. Gathering information about family strengths and
needs involves information garnered from families over a
period of time and not information gathered from one
structured meeting, a form or from a family assessment
instrument. Summers, Dell'Oliver, Turnbull, Benson,
Santelli, Campbell, and Siegel-Causey (1990) examined family
needs from El services through nine focus groups. Results
indicated strong preferences for informal approaches and
open-ended conversations to structured interviews in
gathering this type of information. A more informal approach
implies the need for training on the interventionist part to
learn certain basic family assessment and communication
skills through an interview format.
If families are to have more input in the decision
making process, another intervention must involve staff
redefining their roles as professionals in terms of knowing
what's best for the child. Sensitizing staff to negotiating
boundaries between when to provide professional information
and when to accept a family perspective that may counter
their opinion would ease the transition of families into the
decision making processes. Several models have been
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developed to help resolve differences in professionals' and
families' values and priorities within El. For example,
Bailey, Jr.

(1988) suggests an approach for professionals to

collaboratively set goals with families. He states that five
*

basic skills are required to achieve effective goal-setting.
These include the ability to (1) view a family from a
systems perspective?
family needs;
techniques?

(2)

systematically assess relevant

(3) use effective listening and interviewing

(4) negotiate values and priorities to reach a

joint solution? and (5) act as "case managers" in helping
families match needs with available resources.
Functional IFSPs
This study found that other aspects of the El program
such as the child assessment appeared to have more of an
impact on families than the actual IFSP meeting and
document. Several factors would make these IFSPs functional.
The first factor addresses the regularity of their use. P.L.
99-457 requires El staff to review the IFSP's with families
every six months. This El program had originally included a
three month review within their process but later withdrew
this procedure. Families are more apt to refer to these
documents if the El staff refer to them with the families on
a regular basis. Dunst, Trivette, and Deal (1988) explain
that it is difficult to develop goals, methods and
procedures for a long-term period of six months. Family
needs change so rapidly that long-term plans become no
longer responsive to what the family considers important
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enough to devote its time and energy. During the data
collection period two children who were from families
participating in the study were hospitalized shortly after
their IFSP's were written. Their illnesses resulted in a
regression of some of their developmental areas. The
families needed to readjust their priorities and focus on
meeting their childrens* daily physical demands instead of
stimulating certain parts of their development as previously
stated in their IFSP's. A review of the IFSPs after these
children's hospitalizations would have made these plans and
the El staff more responsive to the families' immediate
needs.
A second factor involves the direction of the plan.
Plans become more functional when child and family needs are
not only identified but addressed through goals and specific
objectives or activities involved in carrying out these
goals. Also, this type of specificity provides El staff with
a context for all contacts with the family.
A final factor regarding the functional use of the IFSP
document relates to this study's findings demonstrating the
child assessment meeting having more of an impact on the
family than the actual IFSP meeting. Some of El staff in the
study combine the child assessment and IFSP meeting into one
long (e.g. over one hour) meeting. Typically, young children
become tired and parents find it difficult to focus their
attention. Furthermore, parents have experienced stress
during these child assessment meetings. They are fearful
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that their children won't perform the assessment activities
appropriately and/or it is a time that they must formally
address the fact their child is delayed in certain areas. A
more broader issue involves the inappropriate use of
standardized normative tests for assessing young children's
development (Cicchetti & Wagner, 1990). Conducting these
meetings separately or implementing a different type of
child assessment process may assist in focusing more on the
family. As previously stated, gathering information about
family strengths and needs involves information garnered
over a period of time. Identifying child strengths and needs
is also more responsive when gathered over a period of time
instead of in one meeting (McGonigel & Johnson,

1991).

Families are then continually informed of their child's
assessment and understand development as a changing process.
It is important that El professionals appropriately address
and connect both child/family assessment and intervention
issues on a regular basis for IFSPs to be more functional.
Transdiscjplinary Model
Training staff to support family strengths is best
implemented through a transdisciplinary model where all
staff would work with all family members.

At present, the

El program in this study uses a multidisciplinary model. In
this type of model professionals function as independent
specialists in their own discipline. The social worker is
one of the few persons perceived by both families and staff
as working with the family whereas many of the other
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professionals such as the educator, physical therapist and
speech and language pathologist are perceived as primarily
addressing the child*s developmental delays. Furthermore,
the physical therapists and speech and language pathologist
in this El program are hired as **consultants** from other
agencies to implement specific services within the program.
They aren't considered part of the agency staff and,
therefore, don't attend staff meetings or training sessions.
In a transdisciplinary model staff (team members) teach,
learn, and work together across discipline boundaries to
integrate intervention (Woodruff & McGonigel, 1988).
Implications for practice identified in this section
have been directed towards the professional and the
operations of the El program. Some of the literature
regarding IFSP's have focused also on educating the
participating families. Changing family expectations comes
from within the early intervention system itself. For
example,

increasing parent participation in the IFSP process

has only been effective with some parents through parent
training sessions (Campbell, Strickland & La Forme, 1992).
Furthermore, parent training alone won't change parent
perceptions of the IFSP process from a child to a family
focus model. Increasing parent involvement is a continual
process throughout their participation in the El program.
Educating families about their role as well as their
disabled child's role in the IFSP process begins with their
first contacts with the El program and continues through
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program activities that are family-focused. Examples of
family-focused activities include more family involvement
(parents, relatives, siblings)

in the toddler groups, more

parent groups, other contacts with family members via home
%

visits, medical contacts, and contacts for adaptive
equipment. Educating families within the context of their
activities in the El program will continually encourage and
reinforce parent participation within the IFSP process than
training parents through several separate workshops.
Similarly, Havelock and Havelock (1973)

suggest that

staff development activities beyond a two-day workshop are
necessary to bring about lasting changes in how and why
interventionists communicate with families. The majority of
the IFSP training for this El program staff took place
before they began implementing the IFSP's.
Bailey, Jr.

(1990)

Winton and

state that developing expertise in staff

requires ongoing practice, feedback, and self-assessment, as
well as a shared knowledge and values base with all El
staff. Bailey et al.

(1990) state:

professionals need to view themselves as systems
change agents and to work toward the
implementation of practices they and the clients
they serve perceive to be important. Inservice
training can help facilitate this process by
addressing the system as the unit of change rather
than the individual, as well as by helping
individuals and teams design strategies for
changing existing systems (p. 308).
State Policy Implications
Thus far, this chapter has addressed a micro—level
analysis that focuses on practices to be used by program
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staff to develop IFSP's with families. It is equally
important to address the macro-level that focuses on state
policies involved in removing the broader systemic barriers
that interfere with IFSP development. Attention must focus
♦

on policies that support best practices in interactions
between families and professionals.

Studies from both

Mahoney and O'Sullivan (1990) and Bailey et al.

(1992)

accounted for systems barriers prohibiting a more family
focus approach. Some of these systems barriers included
insufficient budget and staff. An increase in budget would
hire and train more staff to implement more family-focus
activities. An increase in state funds becomes more critical
as El services rely more on third party payments. These
insurance companies have their own qualifications for
payment of early intervention services that at times
conflict with a family-focus model.
Furthermore, the fifth year phase-in process of P.L.
99-457 sets regulations for entitlement services. Part H of
P.L. 99-457 is an entitlement program meaning any eligible
child/family is entitled to the services listed in the IFSP.
If the program's resources are limited, the case manager
must assist in accessing the needed services for the family.
The type of entitlement could have a substantial impact on
the El budget. It is important that each state clearly
defines "early intervention" and what services they will
provide as well as allocating the appropriate monies to
implement the entitled services.

State policy implications include the training of
professionals in the field of early intervention as well as
in the preschool levels. Mahoney and O'Sullivan (1990)
reinforce this need for training in their study. They found
that service providers are unprepared to implement familyfocused interventions. Family-focused activities have begun
in early intervention but few if any preschool programs
servicing children from three - five years old have
implemented any type of IFSP process. Early intervention and
preschool programs in Massachusetts operate under two
separate State departments - El under the auspices of the
Department of Public Health and preschool under the auspices
of the Department of Education.

Coordination and training

of family focus philosophies is important to insure the
building of family level interventions including building on
family strengths.
Furthermore,

family focus training has only been

integrated in a few of the El interventionists' pre-training
such as with the social worker and educator professions.
This type of training needs to be extended to other
professionals working in El such as the physical and
occupational therapist, nurse and, speech and language
pathologist's training as well.
Future Research Directiojis
This study demonstrated that professional attitudes are
beginning to change towards respecting family input.
However, the implementation of the IFSP isn't enough for
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professionals to integrate a family focus approach in an El
program. This study involved only one El program.

There are

other early intervention programs that utilize other service
delivery models, different ways of diagnosing a child's
disability, different family structures,
locations.

and geographic

It is important to fund university programs and

other research institutes that conduct qualitative research
that will interpret 1)
and 2)

the barriers within the IFSP process

study change models that promote a family focus

approach.

Some of these barriers of study include external

sources such as the socio-political forces that are
preventing professionals and families from changing their
roles within the El program that would encourage a more
family-focus approach. These roles appear entrenched within
the system. Ongoing training approaches must also be studied
to determine what methods will change professionals'
intervention techniques with families of young disabled
children.
Another source of external barriers of study include
the effect of funding sources on the IFSP process. For
example, the staff of the El program was directed to change
the wording on the IFSP document under "El Services" from
direct services .(therapy)

to developmental programming or

developmental intervention. This change in wording was
interpreted as implying that El staff no longer conduct
direct services but implement developmental programming.
Families must contract with other agencies for direct
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services in areas such as physical and speech and language
pathology.

Effegts and reasons for these changes are

important aspects of study in determining how they encourage
or inhibit family focus intervention.
One of the intents of this legislation is to integrate
the family-focus model into preschool education for special
needs children from three to five years of age. The
schooling of special needs children operates within a
different cultural context than El programs. More research
needs to be explored in this area to understand how to
affect change within this educational system.

The

implementation of a family-focus approach during the child*s
preschool years will continue to strengthen families and
develop partnerships between families and professionals.

147

APPENDIX A
PERMISSION LETTER AND FORM

148

November,

1991

Dear Family,
My name is Laurie Katz.
I am a doctoral candidate at the
University of Massachusetts in Early Childhood/Special
Education.
I am presently conducting a study that focuses
on the development of Individual Family Service Plans.
I would like your permission for you and your child to
participate in this study.
Information for this study will
be obtained in the following manners.
The first method
involves observations during scheduled home visits and
agency visits between the Early Intervention staff and
family.
The second method includes individual interviews
with parents and staff.
I will also be reviewing your
child's records that the Early Childhood Service Team has
for previous individual Family Service Plans and other
information that will assist with the study.
The names of all participants in the study will be changed
in any written reports to protect their identity and insure
their privacy.
Any participant is free to withdraw from the
study at any time.
There are no risks associated with this
study.
The findings of this study will be used in a final report
presented to the Early Childhood Service Team of Pioneer
Developmental Services, Inc. that will also be available for
you to read.
They will also be used in scholarly
presentations.
This study has been discussed with the Executive Director of
the Early Childhood Service Team and other agency staff.
They have endorsed the study and will be working closely
with me.
You are welcomed to call me at any time and ask questions
about the study.
I can be reached at 549-5306.
Thank you.

Sincerely,

Laurie Katz
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PERMISSION FORM

Date: _
Please check.
_

I give permission for my child and I to*participate in
the study on Individual Family Service Plans.

_

I do NOT give permission for my child and I to
participate in the study on Individual Family Service
Plans.

_

I would like more information about the study.
call me at _.
*

Comments: _

Parent's Signature:

Please

APPENDIX B
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HOW CAN WE HELP?
Family Name: __ Date: _
All the children and families have their own strengths
and needs.
Please use this form to tell us how we can be
most helpful to your family.
We know that your needs will
change from time to time and that this will be just a
beginning to help us to plan together with you.
Answer only those questions that you think will help us
know how we can be most helpful to you and your family.
What pleases you most about your child? _

What worries you most about your child?

What kind of help or information do you need from our
program? _

Are there things you feel are going well for your family and
child now? _

What would you like your child to be able to do in the next
several months?_

What would you like for your family in the next several
months? _

If appropriate, would you like to meet with staff
individually to discuss any of this or any other
information? ___
With whom? _______

Parent Signature
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APPENDIX B
HOW CAN WE HELP?
Family Name: ___ Date: _
All the children and families have their own strengths
and needs.
Please use this form to tell us how we can be
most helpful to your family.
We know that your needs will
change from time to time and that this will be just a
beginning to help us to plan together with you.
Answer only those questions that you think will help us
know how we can be most helpful to you and your family.
What pleases you most about your child? _

What worries you most about your child?

What kind of help or information do you need from our
program? _

Are there things you feel are going well for your family and
child now?
_
_

What would you like your child to be able to do in the next
several months?
_

What would you like for your family in the next several
months?
___

If appropriate, would you like to meet with staff
individually to discuss any of this or any other
information? ___
With whom?

__

Parent Signature
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Interview Guide for Family
How would you describe the Individual Family Service Plan?
Do you think these goals on the IFSP will help your family
as well as your child?
How?
Are there other goals that you think should be on the plan?
Do you think the goals will be met?
Who developed these goals?
of you?

You,

the case manager,

or both

Can you recall a situation(s) where you disagreed with one
of the El staff's recommendations during the IFSP process?
If so, please describe the situation.
What part should you play in the IFSP process?
What part should the staff play in the IFSP process?
How does the staff view your participation in developing the
plan?
What part of the IFSP plan is most important to you?
What happens to your copy of the plan after it's completed?
How do you think the staff views the IFSP plan?
The IFSP asks for information about the family's strengths
and needs.
In what situations and in what ways have you
shared this information with the staff?
How do you interpret your family's strengths?
How do you interpret your family's needs?
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Interview Guide for Staff

What kind of training have you had on the IFSP?
How do you view your role in the development of the IFSP?
More specifically, what was your role in the "Smith" case?
How do you view the family's role in the development of the
IFSP?
How do you think families view this plan?
How do you think the "Smith family" views this plan?
What strengths do families bring to the IFSP process?
What strengths does the "Smith family" bring to the IFSP
process?
What needs do families bring to the IFSP process?
What needs does the "Smith family" bring to the IFSP
process?
In writing IFSPs,
be addressed that
Smith's IFSP, are
have been part of

do you think there are goals that should
aren't written in the plans?
In the
there other goals that you think should
the IFSP?

What do you think are the important aspects of the plan?
What do you think families consider to be the important
aspects of the plan?
What do you think the "Smith family" considers to be the
important aspects of the plan?
Can you recall a situation when a family disagreed with the
recommendations of the IFSP plan?
In what situations and in what ways have families shared
personal information about their strengths and needs as well
as the strengths and needs of other family members and/or
their special needs child?
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PLAN COVERS PERIOD FROM
_TO
_
INDIVIDUAL FAMILY SERVICE PLAN
CHILD'S NAME _DATE OF BIRTH
PARENTS' NAMES: _CASE MANAGER_
FAMILY/CHILD PROFILE:

FAMILY/CHILD STRENGTHS AND NEEDS:

B.D.

F.

L.T.

S.

LOCATION

STAFF

E.I. SERVICES NEEDED

OTHER SERVICES NEEDED:

PLAN TO OBTAIN:

TRANSITION PLAN/DATE:

COMMENTS:

I ACCEPT _ REJECT _ THE PLAN.
PARENTS' SIGNATURE:__
CASE MANAGER: __
PROGRAM DIRECTOR: __
KEY: B.D. = BEGIN DATE; F. * FREQUENCY? L.T.
S. * SERVICE

158

DATE: _
DATE: _
DATE: _
* LENGTH TIME;

FROM:

TO:

CHILD'S NAME:
DATE OF BIRTH:

DATE

NEED/ACTIVITY
GOAL

PROVIDER

•
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PLAN/ *
COMMENTS

ACHIEVE.
DATE
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